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   The theme of the book is early intervention for children with 
disabilities, which is an advancing field of knowledge in Russia 
and other post-Soviet countries, rapidly catching up with clinical 
standards in Western Europe and the United States but still facing 
serious challenges from predominant clinical traditions and gene-
ral attitudes towards handicapped children. 
  The book provides examples of implementation and develop-
ment of Early Intervention services in Novgorod, Archangelsk, 
Minsk and St Petersburg, together with theoretical contributions 
focusing on subjects like attachment theory, identity develop-
ment, professional team work, existential and ethical aspects and 
communication. It also discusses possibilities and dilemmas with 
practitioners working as researchers in their own field. 
  The book also brings forward some important conclusions for 
early intervention as a theoretical and practical field. An effective 
program in the field of early intervention should build on a clini-
cal program, an educational program, knowledge achievement by 
means of a clinical research program and policymaking activities. 
  We hope this book will be useful, for practitioners struggling 
with the complex reality related to the implementation of early 
intervention as well as for academics and students in this field.
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Foreword 
  
 

Kenneth Sundh, Elena Kozhevnikova & Jonas Alwall 
 
 
 
The Early Intervention Project 

This book is written as part of the project Development and implementation of 
standard procedures of Early Intervention in Russia and Byelorussia, phases III 
and IV, financed by the Swedish International Development Cooperation 
Agency (Sida). The project has been carried out in cooperation between the St. 
Petersburg Early Intervention Institute and the Department of Social work, Ersta 
Sköndal University College in Stockholm. The ambition to write a book about 
standard procedures in the field of early intervention has been one of the main 
activities in the project. The project started in 2004 and went on until the end of 
2009 and this book can been seen as a summary of the experience and 
knowledge the project gained through the years.  

The Early Intervention project was primarily aimed at reforming the St. 
Petersburg Early Intervention Institute (EII), a unit with a strong clinical and 
educational competence but in need of furthering its knowledge in assessment 
and clinical evaluation in order to become an organization with a research 
capacity. There were several motives for such a reform. On an overall level, an 
important objective was to promote the development of standards in early 
intervention for disabled children, thus creating a model for the care of such 
children within their family structures as an alternative to institutional 
placements. The development of such standards was to be an important outcome 
of the project, and their implementation aimed at involving other professional 
teams in Russia and Byelorussia. 

The project has consisted of three groups of activities. The first group of 
activities was related to development of methods in the clinical work, support 
the educational program and promote the research organization at EII. Among 
other activities the team from the Department of Social work at Ersta Sköndal 
University College in Stockholm (ESH) arranged a master’s program for the EII 
staff. Six of the staff graduated as Masters of Science in Social Work (MScSW). 
Support and supervision continued throughout the project period but the roles 
changed from supervision and teaching to mutual team-work.   

The second group of activities concerned the intention to develop early 
intervention (EI) services and clinical research in other professional teams in 
Russia and Byelorussia. EII has been cooperating with other professional teams 
working with early intervention in Novgorod, Archangelsk and Minsk 
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(Byelorussia) for quite a long period. The importance of building a strong 
network with professional organizations in the area grew during the project 
period. In 2007-8 a “mini-master’s” course for participants from Novgorod, 
Archangelsk, Minsk and Kharkov (Ukraine) was performed, focusing mainly on 
research methods. An important resource in fulfilling this group of activities was 
the role of colleagues from EII working as supervisors, while experts from ESH 
have fulfilled their duties as “meta-supervisors” (supervisors of the supervisors).  

The third group of activities was connected to the overall objective to promote 
the development of standards in early intervention for disabled children and 
argue for a model of care of such children within their family structures, as an 
alternative to institutional placements. One part of the activities was to write and 
edit two different text volumes around the subject. The first text book, edited by 
Jonas Alwall, was published in 2008, presenting main results from the scientific 
work conducted in the EII staff master thesis projects. The master theses became 
chapters in the volume, giving examples and evaluation of different clinical 
methods and their results. The second text book is the one you hold in your 
hand. The third group of activities also included the ambition to communicate 
the result of the project in conferences and seminars and at the same time 
distribute the volumes written within the project to professionals, decision-
makers and non-governmental organizations.  

This short overview about the project demonstrates that the authors in this book 
have not only cooperated around the book. We have been working together since 
the project started in different activities and in different roles.  During 2008 and 
2009 we discussed the structure and content in the book in what we called 
working seminars along with other strategic questions connected to the project.   

This text book will give concrete examples of implementation of EI services in 
Novgorod, Archangelsk, Minsk and St. Petersburg, together with theoretical 
chapters focusing on subjects like professional team work, identity development, 
existential and ethical aspects, etc. 

 
The Contents of the Volume  

This book is divided into five more or less separate parts. The first, introductory 
part consists of an introduction chapter and a chapter about the situation for 
disabled and other disadvantaged children in Russia. In chapter 1 Bengt 
Börjeson discusses the background and motives behind starting the St. 
Petersburg Early Intervention Institute from the institute’s perspective. The 
focus is on the main principles (cornerstones) in the field of early intervention 
and the development of the work at EII.  Chapter 2 intends to give a broad 
picture of the situation for children in Russia today.  
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The second part in the book is about main ideas, concepts and theoretical 
discussions in the field of early intervention and consists of eight chapters.  The 
ambition with this part is to give a theoretical framework, and the chapters have 
been organized starting with more general and theoretical chapters, covering 
subjects like the concept of handicap, separation, child identity, ethical and 
existential perspectives and teamwork. The following chapters are more 
concrete and relate more directly to the clinical work, dealing with themes such 
as communication, working with families of severely disabled children, etc. 

The intention behind the third part – Evidenced Based Practice – is to describe 
and discuss the dilemmas and possibilities when one tries to evaluate and 
produce knowledge about one’s own practice. This part consists of three 
chapters. The first chapter critically discusses the more general aspects and 
problems connected to the theme evidence based practice. The following chapter 
explores the possibilities to use interviews as a source of knowledge for clinical 
organizations, using data from the mini-master’s course involving participants 
from St. Petersburg, Minsk, Novgorod, Archangelsk and Kharkov. The third 
chapter discusses assessment tools in the field of early intervention.  

The fourth part – named Practical Issues and Themes in the Field of Early 
Intervention – consists of five chapters. The first chapter analyses the 
development of the St. Petersburg Early Intervention Institute. The four 
following chapters are based on interviews of the staffs of the Minsk, Novgorod 
and Archangelsk EI teams. These chapters cover themes like implementation 
and organization, methods and teamwork, cooperation and – finally – hindrance 
and success factors.  

The fifth part consists of the final chapter, Some Final Conclusions, in which we 
try to summarize questions, ideas and themes coming up in different chapters 
throughout the book. 

 

We dedicate this book to the memory of Bengt Börjeson – our friend, colleague 
and mentor, inspiring lecturer and brilliant author of several books in social 
work – who enthused both this and previous early intervention projects with his 
wisdom and rich experience. Bengt left us on August 30, 2012, and is sincerely 
missed by all of us. 
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1. Introduction 
  
 

 Bengt Börjeson 
 
 
 
1 

The St. Petersburg Early Intervention Institute (EII) started in 1992 with the 
outspoken obligation to support the handicapped child by developing diagnostic 
techniques and rehabilitative programs. The reason for this was our conviction 
that psychosocial care for children in Russia was lagging far behind welfare 
systems within social child care in other countries and that Russia should accept 
the responsibility for the disadvantaged children. From the start this was a 
professional ambition of ours but our engagement was also a democratic creed. 

A chapter in this book is devoted to a description of what happened after 1992 
and up until now, a description of successes and failures. We are proud that all 
around Russia there are new institutions starting ambitious programs 
emphasizing early interventions. We are sad to say that EII has lately been in the 
midst of a crisis, which however also has turned out to be a period of rethinking 
and redefining goals. We will tell the story of EII in chapter 14 as an 
introduction to Part Four (Practical Issues and Themes in Early Intervention) and 
we will also try to interpret what were our best efforts and which were our 
mistakes. 

What has been the program of the Early Intervention Institute? At the starting-
point there was very little of a structured program; such a program was slowly 
built by our clinical work, intensive contacts with professionals in other 
countries and also by the continuous supervision during a long period, 1995 – 
2001. 

From the start in 1992 the knowledge regarding disabled children was very 
limited. We knew of course about many children indiscriminately sent to 
orphanages and residential institutions, and we also had some understanding of 
the selecting procedures within the institutions. A major “point of decision” was 
establishing a diagnosis of “educable” as a contrast to those children who were 
labeled “uneducable”. These respective statements, based primarily on a 
superficial medical examination, were of decisive importance for the future of 
the child. 

After a period at an orphanage (up to the age of four years) a child getting the 
diagnosis of “uneducable” was sent to an internat as a start of its life. At about 
eighteen years of age institutional care continued, but now at institutions for 
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adults. A life worth living? We did not think so. A major ideological standpoint 
of ours at EII was to cry out “there are no uneducable children!” 

The child who was judged to be able to learn something was taken care of at 
other institutions, getting some elementary schooling and also some vocational 
training. The idea was – is – that these children at the age of 18 years will be 
able to enter the society with good prospects, qualified to have a job and to have 
some place to live.  

These plans very seldom succeeded. One reason was that many children escaped 
from the institutions – living in the streets, as relations with biological parents 
did not exist any longer. Those children living within institutions until 18 years 
old managed no better. For the boys a criminal career was near at hand – alcohol 
and drug abuse most often added to that. The girls often were exploited in 
relations with older men, themselves also developing alcoholic and/or drug 
abuse. 

There are as yet no good figures regarding the outcomes of institutional care for 
disabled children, but we are quite convinced that the sketch given above is a 
true picture of the state of things. At the starting point the colleagues at EII had 
hopes of making a contribution to change institutional care for the better, but the 
emphasis soon became a focus on developing clinical work as an alternative to 
institutional care. The reason was simple. Most parents seeking help at EII were 
prepared to take care of their child – in spite of efforts from medical and social 
“experts” to “send the child away”. 

 
2 

The program of EII has been built on four cornerstones: 

I. clinical program 

II. educational programs  

III. knowledge achievement and clinical research 

IV. extending the idea of early intervention into the society 

The overall idea has been not to carry through the different programs as separate 
undertakings; instead our ambition was that each of the programs should enrich 
the others. This also meant that the staff members were expected to take part in 
all activities; at EII there would be nobody working exclusively with clinical 
work, with research etc. 

 
I. THE CLINICAL PROGRAM  

In a lot of respects the clinical program of EII was developed as a conscious 
effort to oppose prevailing ways of treatment of disabled children. The most 
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obvious ambition of EII was of course to give different kinds of support to the 
child and to the parents as early as possible. The assumption was that there are 
phases of the life of the child when there are better possibilities for positive 
interventions than later on. This is remarkingly true regarding the development 
of language – if a hearing deficiency in a child is undetected it will cause serious 
and perhaps decisive delays of language development later in life. The same is 
also true for other disabilities, e.g. disabilities due to cerebral palsy, delayed 
intellectual development and so on. Chapter 4, which deals with the attachment 
process, is highlighting the idea of early intervention, describing the possibilities 
to contribute to a reorganization of a disrupted attachment mother/caregiver-
child at an early age and to prevent destructive patterns of relation to be 
established. 

A strong ambition of EII was to include the parent within the process of support 
and treatment of the child. We considered the parent to be the most important 
person having knowledge of the development of the child – this opinion was 
very clearly manifested by our diagnostic screening using CDI and KID scales 
(the scales based on information given by the parent).  

A third principle was to create a multiprofessional team, i.e., a team with 
doctors, psychologists, teachers, social workers, logopeds, etc. A dilemma in the 
beginning of the work of EII was that experts within the respective fields were 
not well educated, according to our opinion. Most of the colleagues had been 
educated within the tradition of defectology, so we had at least one ambition in 
common, that is to oppose the ideology upon which our understanding of the 
disabled child was hitherto built. The multiprofessional team of EII also was a 
challenge to the prevailing medical perspective regarding the nature of handicap, 
looked upon as a defect and understanding the disabled child as a subnormal 
individual.  

We were also convinced that the concept of handicap, as well as most diagnostic 
varieties, not only described a specific shortcoming of the child; added to that 
the diagnosis itself was a carrier of negative moral connotations, meaning that 
the disabled child was “less worthy”. 

 At EII we were dependent upon good diagnostic instruments in many 
circumstances, when we decided upon the degree and nature of hearing and 
vision impairments and also when we tried to reach conclusions regarding the 
social and intellectual level of the child. But as a meta rule our ambition was to 
understand the potential of the child in different respects. It is much easier to 
describe a (negative) symptom than to assume what the possibilities for the 
child’s development are. One way of overcoming some of the difficulties is to 
arrange learning situations – or, more precisely, to arrange situations where the 
child is given the chance to master new challenges – and to observe the 
achievements of the child in these respects. 
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What is the intent of the early intervention program? We think that according to 
the medical tradition it is more or less taken for granted that the aim should be to 
rehabilitate as far as possible, train the child in different ways in order to help 
her/him become “as normal as possible”. This is of course a worthwhile 
ambition but often you overreach realistic goals and end up frustrated due to the 
failure of the rehabilitation program. At EII we replaced our efforts towards 
helping the child to be able to communicate in a rewarding way with significant 
persons: primarily in this respect the family members. (Chapter 8 in this book 
will deal in detail with this part of our program.)  

The clinical work at EII was not an exclusive task; we tried never to say “no” to 
families asking our support and we were also anxious to avoid creating “waiting 
lists” for our service. From the start in 1992 up till 2009 we met about 17 000 
families – of course most of them from St. Petersburg but also families from 
other cities or other regions of Russia. 

 
II. EDUCATIONAL PROGRAMS 

Important for EII to be acknowledged as a professional institute was the decision 
to engage in educational programs for colleagues outside the institute, for 
students and so on. The most important group during many years was staff 
members from the polyclinics in St. Petersburg for whom we also took the 
responsibility of “case supervision”. We made very serious and to a certain 
extent successful contributions to changing the ultimate aim of the polyclinics – 
recommending parents to get away with the disabled child. A very important and 
gratifying duty was a three year engagement, educating not less than a hundred 
preschool teachers from a Swedish university spending a month in St. 
Petersburg in order to explore the possibilities – and difficulties! – of integrating 
the disabled child within the ordinary preschool system. 

The most important mission was a long-term agreement with Save the Children, 
Sweden. EII was given the responsibility to teach professional colleagues and 
local communities all over Russia about its program and of early intervention for 
the disabled child in general. For several years this meant a reliable influx of 
money for our staff members as well as a possibility to inspire colleagues and 
politicians in many places to start programs similar to ours.  

Parallel to our growing professional self-confidence we ventured to present 
papers and give lectures abroad: in the Baltic countries, in Britain and the United 
States. In Sweden we were also hired as teachers on a regular basis at Ersta 
Sköndal University College, with which we cooperated also in many other 
respects. 
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III. KNOWLEDGE ACHIEVEMENT AND CLINICAL RESEARCH 

From the start we were of course conscious of the need for knowledge within 
many fields – and at the same time sadly aware that the educational programs 
we had entered during the Soviet time were not well adapted, neither for 
understanding the normal child and its development nor for the specific 
demands regarding interventions for the disabled child. 

So we looked for support mainly from abroad and were lucky to evoke the 
interest of cooperation from colleagues from many countries, most of all from 
Scandinavia. We took part in university programs and especially developed a 
close partnership with the Pedagogical Institute in Stockholm (Lärarhögskolan, 
LHS, this partnership later transferred to Ersta Sköndal). LHS/ESH and our 
institute got a long term grant (1995-2009) from the Swedish support 
organization SIDA which meant a lot for the development of EII. However, we 
had to learn a hard lesson in this context. In the beginning we expected that our 
duty was to learn from others – those “others” who owned the knowledge and 
hopefully were prepared to share their understanding with us. It worked that way 
but primarily we were obliged to understand that the clinical work of ours was 
itself creating knowledge every hour, every day – it was our duty not to let this 
knowledge slip between our fingers but to keep it, interpret it and systematize it. 
High priority was given to regular discussions between staff members regarding 
how to build professional competence within the group by clinical research – 
admittedly in a small scale but of great importance for creating “proven 
evidence”, accumulating knowledge, within the group. 

Sometimes we succeeded to combine knowledge enhancement by attending 
advanced courses and doing clinical research. An outstanding example is the 
master’s course completed by the EII staff at Ersta Sköndal, from which a book 
was published in 2008 containing short versions of the master theses written by 
the EII colleagues (Alwall, Jonas (Ed.), Early Intervention for Disabled 
Children in Russia: A Multidisciplinary Approach).  To mention another 
example, one of the clinicians at EII together with a colleague at Ersta Sköndal 
made an interesting evaluation of an effort to close a large internat for disabled 
children close to St. Petersburg, substituting it by creating alternatives for the 
institution, an undertaking which was inspired by a Swedish organization and 
altogether was a complete failure. The report of the evaluation caused an arousal 
of protests from the Swedish experts and sponsors. Their efforts of blaming the 
Russian administration and the Russian colleagues were denied in the report and 
alternative explanations of the failure were given, such as unqualified leadership 
of the project on the Swedish side as the most decisive circumstance of the 
negative outcome of the project. 

So, there were several successful efforts to create knowledge within EII by 
engagement in clinical research. However, our main mistake was to neglect an 
ambitious evaluation of our own clinical programs. We thought that clinical 
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practice and clinical research were two different obligations – competing with 
each other regarding time devoted to the different engagements. It took us too 
long to understand that clinical research is not something “different” from 
clinical work but a part of that work. The clinician as a researcher was an 
adopted symbolic slogan of ours which regrettably could not be turned into a 
real enterprise. 
 

IV. EXTENDING THE IDEA OF EARLY INTERVENTION INTO THE 
SOCIETY 

From the start the staff members of EII have been eagerly taking part in a lot of 
professional activities with the intention of making early intervention a priority 
of the social child care. In the early ‘90s we also thought that our efforts in this 
respect were important for the survival of EII and certainly this assumption was 
not at all farfetched. A peculiar result was that EII became respected by many, 
but the Institute was also looked upon as an organization in no need of support 
from society. Thus - a mixed blessing! 

Our external activities comprised conferences, seminars, workshops etc., 
arranged by local authorities, NGOs, and parent organizations – or EII was itself 
the responsible agent for these interchanges of knowledge. Besides we were 
always occupied in preparing for participation in programs in television, in radio 
broadcasting, writing books and articles or translating important texts by authors 
abroad. 

At this point of time the strategy of early interventions for disabled children is 
more or less accepted in Russia, in principle. There is also a widespread mistrust 
regarding the outcome of institutional care. Working within this professional 
field is not an obligation of the same kind as in the beginnings of the ‘90s and 
the role of EII and its program has to be changed accordingly.  

The different chapters in this book should be read with this outlook in mind, the 
different contributions in the text mostly written with the future development of 
early intervention in mind. 
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2. Children and Interventions: The Situation in Russia  
  
 

Elena Kozhevnikova 
 

 

Let us start this chapter in an unusual way – with a chart and an explanation of 
data presented! Here it is: 
 

 

Figure 1. Children in separation from their parents. Percent of children relatively to 
total number of children (appropriate age).  

1 – orphaned children and children without parental care (0-18 years old) 

2 – institutionalized children 'without disabilities' / 'normal' children (3-18 years old) 

3 – institutionalized disabled 'educable' and 'uneducable' children (4-18 years old)   

4 – institutionalized children without disabilities (0-3 years) and with disabilities (0-4 years) 
 
Review of advances in child-care deinstitutionalization and development of forms of family placement in the Russian 
Federation, 2008.1 

 

For many years the staff of the EII has been trying to understand whether there 
are any changes for the better for children with disabilities in Russia. Or at least, 

                                                 
1  Анализ достижений  в области деинституализации защиты детей и развития семейных форм их 
жизнеустройства в Российской Федерации, Москва, Институт экономики города, 2008 (Review of Advances 
in Child-Care Deinstitutionalization and Development of Forms of Family Placement in Russian Federation, 2008) 
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are there any changes in the system of care for children with disabilities in the 
country? 

It is very difficult to grasp what is going on in reality, but at least we are able to 
tell whether there are more or less children with disabilities in residential 
institutions comparing with the Soviet time. However, it is impossible to 
compare absolute numbers because of the serious drop in birth rates that has 
occurred after 1992. So we took the data about the number of children in 
residential institutions for children with disabilities (under the ministries of 
Education and Social Care) and divided the sum on basis of the total number of 
children in the country. 

From the curve 3 the conclusion can be drawn that practically nothing has been 
changed in this respect. It can be observed that there was a drop between 1990 
and 1995 – from 0.71 to 0.62 -  but since 2001 figures have been stable around 
0.67. Certainly more serious analysis is needed. Figure 1 gives only a general 
picture, but for sure, one cannot tell that something was radically changed in the 
care of children with disabilities since Soviet times. 

Figure 1 also shows that the situation for “non-disabled” (“normal”) children 
became worse after the end of the USSR. Every year more children were placed 
in residential care, a tendency that lasted until 2003 when more than one percent 
of all children were in residential care for “normal” children.2 Since that time the 
percentage of “non-disabled” institutionalized children has started to decrease. 
However, at the same time the percentage of children defined as “orphans and 
without parental care” has been continuously increasing, during the “poor and 
chaotic” 1990s as well as during the “prosperous and well organized” 2000s. 

It is difficult to distinguish between categories “disabled” and “non-disabled” 
among infants and young children, because all institutionalized children under 
the age of three – or, in the case of children with established disabilities, four – 
are in infants’ homes. That is why we presented data for young children 
separately (curve 4). Yearly about eleven and twelve thousand newborns are left 
by their mothers in maternity hospitals for different reasons.3 Many of these 
children are adopted4 but most of them go to infants home. We can see from 

                                                 
2   Попова, Социально-экономическая ситуация: Тенденции и риски для семей с детьми, Международная 
конференция «Родная семья – каждому ребенку. Обеспечение права ребенка жить и воспитываться в 
семье», Новосибирск, 2009,  http://unicef.ru:8080/documents/presentations/novosibirsk/ (Popova, Social-
Economical Situation: Tendencies and Risks for Families with Children, International Conference “A Family - to 
every child. Ensuring the right of the child to live and grow up in a family”,  Novosibirsk,  2009) 

3  Исследование причин отказов от ребенка при рождении и путей их профилактики, Москва, Институт 
экономики города, 2008 (Examination of Reasons for Child Abandonment at Birth and Ways of their 
Prevention, 2008) 

4   After 1992 the annual number of adoptions dramatically decreased as there was as drastic drop in births in Russia. 
However, in the last few years there has been a tendency of increase in “in Russia” adoptions, but practically only 
of young and non-disabled children. Children older than three years and children with disabilities are adopted 
mainly through international adoption. (Анализ достижений  в области деинституализации защиты детей и 
развития семейных форм их жизнеустройства в Российской Федерации, Москва, Институт экономики 



 

21 

 

Figure 1 that since 1990 the fraction of children in infants’ homes has been 
constantly increasing (0.047 % of the total child population in 1990 and 0.073 % 
in 2006).    
 

Some Remarks on Child-Care in Russia  

The main topic of this chapter is the situation for children with disabilities in 
Russia.  Still we should not avoid saying words about children who run greatest 
risk to be separated from their parents. They are the so called “orphaned children 
and children without parental care”.5 As could be seen in Figure 1 the proportion 
of such children in the general child population is constantly increasing (from 
1.2 % in 1990 to 2.7 % in 2007).   

The majority of these children are placed under guardianship in the families of 
relatives who get a small subsidy for child maintenance (to buy food, clothes, 
school textbooks, etc.); some are adopted, some are placed in “paid by the state” 
foster families (a system that recently has started to develop in Russia). 
However, a significant portion of the “social orphans” live in different 
institutions, belonging to public health care, education or social care services.  

Young children – from birth to three (for “normal” children) or to four years (for 
children with disabilities) – are placed in infants’ homes. These institutions are 
health care institutions and their main goal is to take care of the infant's health. 
Infants’ homes are quite expensive institutions, with hired staffs of around 150-
180 persons per 90-100 children; the staff including medical doctors – 
pediatricians, neurologists, and sometimes even psychiatrists, etc. – medical 
nurses, special teachers/defectologists, speech therapists, care-givers, and so on. 
Certainly there is a difference between “rich” and “poor” infants’ homes, in 
terms of the number of staff members, or in the number of toys.  But practically 
all of them have one feature in common: a complete lack of understanding of 
young children’s psychosocial needs and the importance of close relationships 
for child development.6  For instance, even when a child is living in the same 
institution he will constantly have to go through separations with care-givers: 

                                                                                                                                                         
города, 2008 (Review of Advances in Child-Care Deinstitutionalization and Development of Forms of Family 
Placement in Russian Federation, 2008) 

5   It should be emphasized that most children without parental care  are not orphans in a literal sense. A special term 
has been introduced – social orphanhood – meaning that a child without parental care has at least one living 
parent. According to official statistics, the share of social orphans among children without parental care identified 
and recorded in 2007 was 83 % (Анализ достижений  в области деинституализации защиты детей и развития 
семейных форм их жизнеустройства в Российской Федерации, Москва, Институт экономики города, 2008 
(Review of Advances in Child-Care Deinstitutionalization and Development of Forms of Family Placement in 
Russian Federation, 2008). 

6   One unique exception is Infant Home № 13 in St. Petersburg where since the middle of the 1990s the staff in 
cooperation with Professor Rifkat Mukhamedrahimov and his colleagues from the St. Petersburg University and 
from USA are developing a “good psychosocial environment” for infants (see The Effects of Early Social-
Emotional and Relationship Experience on the Development of Young Orphanage Children, St.Petersburg-USA 
Orphanage Research Team, 2008 (Monogr Soc Res Child Dev. 2008;73(3), pages vii–viii, 1–297)). 
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from the group for infants from birth to 6 months, to the group for children from 
6 months to one year, etc. When the child comes to the infants’ home from the 
maternity hospital he will have to stay alone in quarantine in a separate room for 
21 days – not to bring an infection into the infants’ home. Infection is one of the 
main worries of the infants’ home staff. If the child is sick he is placed in a 
separate room where he has to stay alone, if he is seriously ill and sent to a 
hospital, he again should pass quarantine on his way back to the infants’ home.  
The mother of the child is also often looked upon as a source of infections, and 
even if she has placed her child in the infants’ home only temporarily and has a 
right to visit the child, it can be rather difficult to make the appointments in 
practice. Usually the meeting time with a child is during work hours, and she 
will have to collect a large amount of documents from doctors stating that she is 
not sick, etc.  

However, in Abandoned by the State (1998), infants’ homes are called “golden 
cages”, and the situation in them is considered not to be so bad (for a description 
of care of children in infants’ homes see for instance St. Petersburg-USA 
Orphanage Research Team 2008) comparing with other institutions for older 
children (see, for example Ruben Gallego’s book White on Black, 2006, where 
he describes his life in institutions for disabled children, or Salty Childhood, 
2005 by A. Gesalov, about his childhood in institutions for “normal” children).7  

However, even in the “golden cage”, children with disabilities are usually placed 
in separate rooms and kept in isolation.  

As it is stressed in the report Review of Advances in Child-Care 
Deinstitutionalization and Development of Forms of Family Placement in 
Russian Federation, many babies and young children may be in a more difficult 
situation. During several months after birth they can stay in children’s hospitals, 
for instance if they are born by HIV-positive mothers who have left the child at 
the maternity hospital. The staffs of infants’ homes prefer not to take in such 
children because of wide-spread myths of the ways of transmission of HIV.  

For the child living in a baby home the future is largely clarified when he is 
three-four years old. Then the Psychological Medical Pedagogical Commission 
(PMPC) defines by which “educational itinerary/route”' he should move. If 
PMPC will decide that the child is quite “normal” and not in need of 
“correctional education”, then he will be sent to an “ordinary” preschool 
children’s home belonging to the Ministry of Education. In case the child is 
defined as “not normal”, there are two possibilities. It can be decided that due to 
his “'health contraindications to education” (a concept that has come to replace 
the no longer politically correct term “uneducable”) he cannot be educated and 
his “route” leads to a children’s home for mentally retarded children belonging 
to the Ministry of Social Care.  

                                                 
7 Александр Гезалов, «Солёное детство». Изд. «Благо»  2005. (A. Gesalov, Salty Childhood, 2005) 
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The other possibility is if it will be decided that child is “educable” and needs 
correctional education, in which case he will be referred to a “correctional” 
preschool children’s home belonging to the Ministry of Education. Children in 
both types – “ordinary” and “correction” – of preschool children’s homes under 
the Ministry of Education will be tested again by PMPC around the age of seven 
(school starts at seven). PMPC will then again decide about their “educational 
route”.  

However, for children who were referred to children’s homes under the Ministry 
of Social Care, a PMPC assessment at the age of three to four years is a “point 
of no return” (words from the Human Rights Watch report Abandoned by the 
State. Cruelty and Neglect at Russian orphanages (1998)).  There will be no 
more tests, no more decisions on whether his “health allows him to learn” or not. 
The child will stay there until 18 years and then the PMPC will decide if he can 
take care of himself or if the state should continue doing it; in the latter case he 
will be moved to a psychoneurological internat for adults, where he will live 
until death. 

The authors of the Review of Advances in Child-Care Deinstitutionalization, 
2008, divide the development of child-care in Russia into three main stages: 

• 1991-1996 – adaptation period, the beginning of which coincided with the 
sharp post-reform drop in production and incomes of population, was 
characterized by a considerable growth of the number of annually 
identified orphaned children and children without parental care. The state 
responded to growth of social insecurity by a considerable expansion of 
the institutional child-care system and adaptation of legislation to social 
and economic changes. 

• 1997-2005 – stabilization period:  the numbers of identified orphaned 
children and children without parental care and prevalence of institutional 
care in respect of such children were still very high, but their growth rate 
was not as high as in 1991-1996. A number of legislative acts were 
adopted creating the currently existing child-care system. The focus 
gradually shifted to family placement but the development of the family 
placement forms was not a priority in the national policy. 

• 2006 to date – deinstitutionalization. The objective to reduce the number 
of residential care inmates and develop measures of material 
encouragement of family placement of orphaned children and children 
without parental care was formulated on the highest level. 
Deinstitutionalization became one of the indexes of the development of 
the regions and governors should report to the federal government about 
successes in deinstitutionalization (how many children homes were 
closed, how many children went to family care and how many into 
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institutional care, etc.). However, the authors of the report stress that the 
deinstitutionalization policy does not pertain to children with disabilities.  

Above, residential institutions for children have been discussed briefly, and it 
has been shown that it looks like few serious changes have occurred in the 
Russian system of care of children with disabilities since Soviet times. Here, we 
will shortly present the main “Soviet” principles of organization of care of 
children with disabilities which are still in power: 
 

1. Disability is a sickness/illness and the main aim of the treatment program 
is to cure the sick child and make him “healthy and normal”. Treatment 
programs are built purely according to the child's diagnosis. A treatment 
program could include medical treatment and correctional education. 

Children with disabilities are called “sick” children, “children with 
limited health abilities”; the group of children with a “disability status” – 
giving the child a right to earn a disability pension and to have an 
individual rehabilitation program – includes children with Down 
Syndrome, CP,  deafness or blindness, on the one hand, and  children 
with, for instance, tuberculosis, heart disease or diabetes, on the other; 
there is no difference between these groups of children – a “restoration 
treatment” is prescribed to practically all of them.8 

Correctional education is prescribed to the child according to his 
diagnosis. There are eight types of different educational institutions 
(preschools, schools and school-internats) for children with different 
diagnoses: 1) for deaf, 2) for hearing impaired, 3) for blind, 4) for visually 
impaired, 5) for children with severe speech problems, 6) for children 
with “support-motor [locomotor] apparatus” impairments (motor 
impairments), 7) for developmentally delayed children and 8) for children 
with intellectual impairments.  

There is a division of responsibilities between services: health care 
provides different types of medical treatment/rehabilitation, whereas 
education provides “correctional” education.9 Different types of programs 
could overlap, e.g., medical doctors could work in education or special 
teachers/ defectologists could work in health care, but the typical is a 
complete lack of communications between these.10      

                                                 
8  Положение детей Санкт-Петербурга в 2008 году. Аналитические материалы о положении детей в Санкт-
Петербурге,  Центр Семья, Распространение государственного Доклада О положении детей в РФ в части 
Санкт-Петербурга. (Analytical Materials about the Situation for Children in St. Petersburg, 2008, 
www.homekid.ru/kidscience) 

9  See Analytical Materials about the Situation for Children in St. Petersburg, 2008. 
10 Паченков О. Лиманская К., Кожевникова Е. «Программы предотвращения социального сиротства в 
Ленинградской области: барьеры и новые возможности (сравнительное исследование трех проектов в 
контексте реализации локальных и международных программ регионального развития)»,  2006, 
http://www.socpol.ru/grantprog/reports.shtml (Pachenkov, Kozhevnikova & Limanskaya, Programs of social 
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2. Children have different rehabilitation potentials. The state should invest in 
those who have a high “rehabilitation potential” and provide simple and 
cheap care for those with a low rehabilitation potential. 

This principle is not announced openly; according to new laws every child 
has a right to development and education. However, doctors at maternity 
hospitals recommend mothers of newborns with Down syndrome to 
abandon the child because he has “no potential of development”.11 It is 
rather difficult to get a hearing aid for a child who has also neurological 
problems “because she will not use her hearing”.12 Children with a 
“complex structure of defect” as well as children with a mental retardation 
are looked upon as children with a low rehabilitation potential, education 
is bad for them because of their health problems, and often the only 
recommendation is social care in children’s home-internats (e.g. St. 
Petersburg, where, in 2008, 1008 children were in such institutions13). 

On the other hand, there exist a lot of special preschools and special 
classes for children with mild developmental and speech delays and 
articulation problems (in St. Petersburg in 2008, 17 300 children were at 
state preschools of a “compensatory” type14, and 1584 developmentally 
delayed children and 666 children with speech problems were educated in 
special classes at ordinary schools; there was even such exotic things as 
classes of “protection and development of vision”, where 373 children 
were studying).15  

We think that the interest shown in EI programs – often interpreted as 
“early diagnostics and correction”16 – could be connected with a belief in 
the economical effectiveness of such programs. The argument could be 
described as “if you can only find the defect in time and correct it, all the 
child's problems will be solved”, something which might work for 
children with hearing impairments but for few other groups.  

 
                                                                                                                                                         

orphanhood prevention in Leningrad region: barriers and new possibilities (comparative study of three projects in 
the context of local and international programs of regional development), 2006 

11 О. Карнаухова, Родительский взгляд на программы раннего вмешательства, Международная конференция 
«Раннее вмешательство:Опыт и перспективы», Санкт-Петербург, 2008 (O. Karnaukhova, Parental view on 
early intervention programs, International conference “Early Intervention: Experiences and Perspectives”, 
St.Petersburg, 2008) 

12 Е. Кожевникова, А. Кравченко, Программы раннего вмешательства или как помочь родителям сохранить 
ребенка с нарушениями развития в семье, в «Осознанное родительство. Региональный опыт», М, 2010, с. 
215 – 224 (E. Kozhevnikova, A. Kravchenko, Early intervention programs or how to help parents to keep child 
with disability in the family, In “Conscious parenting. Regional Experience”, Moscow, 2010, p. 215-224) 

13 In 2010 the figure was 1032 children, among which 255 (24.7 %) were without parental care. 
14 In 2010 this figure had increased to 17 894. 
15 See Analytical Materials about the Situation for Children in St. Petersburg, 2008. 
16 See the Children in Hard Life Situation Fund, www.fond-detyam.ru. 
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3. The treatment program is directed solely towards the child. Only 
professionals know what the child needs and how to help him. The role of 
the parents is to transport/bring the child to the treatment program and 
follow the specialists’ instructions.  

This understanding is often shared by professionals but also by parents. 
Typical is a picture where the parent is waiting in the corridor when the 
professional is treating/training the child. It could be medical treatment 
(e.g. massage), it could be a session with a defectologist; the way of 
communicating between professional and parents is the same. The 
professional treats/trains the child, it is her full responsibility. However, 
sometimes she can give the parent some homework and instruct the 
mother how to train the child at home.  

The family situation is usually not taken in consideration; the professional 
responsibly concerns the child and its problems, not family problems. 

 

Our analysis looks very disappointing. The EII and its colleagues around Russia 
have worked almost for twenty years and nothing has changed. The situation for 
children with disabilities was bad and is still the same.   

However, there is some data showing that the situation is not so clear, e.g. 
sociological research made in four regions of Russia in 200817  showed that 
people with physical (motor) disabilities think that their situation changed for 
the better during the last twenty year. Visually impaired or blind people are sure 
that for them the situation has changed for the worse18; for people with hearing 
impairments the situation is ambiguous. The authors could not get the opinions 
of mentally retarded people – they are still all in institutional care. 

We think that the lack of change in the situation for children with disabilities is 
connected with strong medical/defectological model of disability and lack of 
research, discussions and understanding about the psychosocial needs of 
disabled children. Russia recently signed the UN convention on Rights of People 
with Disabilities and discussions around possibilities as to its implementation 
have only just started. 

We look at the interest towards early intervention around Russia as at positive 
sign. Our practical experience shows that even if programs are originally 
understood as early diagnostics and correction, i.e., as efforts to make the child 
                                                 
17 П.Романов, Е.Ярская-Смирнова, С.Вайтфилд, С.Келли, Социологическое исследование проблем 
инвалидности и реабилитации инвалидов в Российской Федерации. Анализ основных результатов 
исследования. – М.: Проект «Система реабилитационных услуг для людей с ограниченными 
возможностями в Российской Федерации». – 2009, 60 с (P. Romanov, E. Jarskaya-Smirnova, S, 
Whitefield, S. Kelly, Sociological Research on Disability and Rehabilitation in the Russian Federation. Analysis of 
the main results of the study. - Moscow: Project “ The system of rehabilitation services for people with disabilities 
in the Russian Federation.", 2009, 60 pages) 

18 The USSR Blind Society was a strong organization with its own factories that are now practically all closed. 
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“normal”, often the priorities and philosophy could be changed towards the 
“normalization of child and family life”. 
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3. Questioning the Concept of Handicap 
  
  

Bengt Börjeson 
 
 
 
1 

We held a seminar at the EII where we discussed whether children with 
intellectual disabilities, who look upon themselves with regard to their specific 
difficulties, are actually aware of their own disability when they look upon 
themselves. The general belief was that knowing that you are disabled is a kind 
of handicap in itself, and the somewhat ironic conclusion was that in some way, 
it is an easier life when the disability is so grave that the child is not aware of its 
existence. 

The crucial question, however, has to be how we define “being aware”, and this 
is what will be discussed in this chapter. 

Most of the international literature on the subject reflects a negative attitude to 
the use of the concept of ‘handicap’. There are some obvious reasons for this: if 
you look at the labels used for describing various personal “shortcomings”, the 
vast majority deal with negative values, which in turn means that the focus on 
reality (or the different kinds of handicap) is negative. The term “handicap” 
takes on an increasingly negative charge and stops being a concept merely 
describing ‘reality’. Factually, however, the words used are to a large extent true 
descriptions of disabled people, but in this way, language serves to create an 
existential dilemma for them, as others now see them through the “prism of a 
prejudiced discourse”. 

There are other, more undisputable reasons for not accepting concepts like 
“handicap” too readily. The most obvious one is that it is an imprecise concept 
which covers a wide range of disabilities, at the same time as it gives the 
impression that they all have something in common. Just what this common 
denominator could be is, however, very difficult to see. Nevertheless, the reality 
is that there is a strong tradition (in Russia) to take care of people with severe 
handicaps – of all different kinds – in the same place: at the same institution or 
the same nursing home. This is a shame and something our emerging 
professionals meant to do something about by developing diagnostic methods 
for differentiating between different disorders. Since the primary problem is to 
find good homes for disabled people generally, regardless of their disability 
and/or disorder, it is doubtful whether this would really be a step forward. This 
topic will be discussed further later on. 
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Using an umbrella term to create a general disability concept also results in a 
more rudimentary and more harmful consequence. On a basic level, we could 
say that there are some radically different “languages” of describing human 
shortcomings. The most respected one is a medical discourse, which explains the 
condition as a genetic defect; a malfunctioning neurological system; the result of 
some accidental damage to vital organs in the human body. 

The condition of “being disabled” can also, at least partly, be explained from a 
behavioral or psychological point of view. And social circumstances can also 
play a part. The peculiar thing is that while the psychological and social 
explanations are rather weak when it comes to integrating the problems that 
arise in conjunction with different disabilities, the ways in which these problems 
are dealt with often include social, psychological and pedagogical efforts. This 
means that there is a problem of “translating” medical diagnoses into 
social/psychological recommendations, but this problem is often overlooked by 
experts, who pretend that it is possible to somehow round up and assimilate very 
different points of view. 

All over the world, care for the disabled, whether children or adults, equals 
primarily gaining a medical understanding and attempting to solve or reduce the 
problem. This was the case in the Soviet Union, and it still prevails in modern 
Russia. The unspoken professional hierarchy of languages, where medical 
discourse is the highest ranking, has also led to hierarchies being established 
among the professional teams working with disabled people. 

A key issue in this section – and in this chapter as a whole – is a request for an 
alternative way of understanding the needs of disabled people. This does not 
mean that we want to reverse the hierarchical order and place medical jargon at 
the bottom, but it means trying to find some new ways of expanding the 
professional terminology. By expanding our attention to statements like the one 
mentioned above (“it is an easier life when the disability is so grave that the 
child is not aware of its being ‘handicapped’”), we can catch a glimpse of these 
new ways. 

The most obvious argument against a concept such as “handicap” is that is a 
description of a personal disposition, or a personal trait. The problem lies within 
a person and affects the surrounding world without belonging to it. Everything 
that will mean a change for the better is a change of that person for the better. 
This is actually the basic formula of the rehabilitation program: ways of 
reducing or even eliminating the inabilities of the disabled person. In certain 
cases this approach has been incredibly successful. Think, for example, of the 
visually impaired – most sufferers live normal lives thanks to the excellent 
devices for overcoming this problem.  

Other disabilities may not be equally easily adjustable, and in many cases there 
is a very limited “scope for improvement”. An important question for every 
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professional caretaker to reflect upon is thus: “Can I be satisfied if I’m working 
with children who have a very limited scope for development?” Here, certain 
caregivers seem to hold a very sophisticated attitude, observing minimal 
changes for the better and defining these small improvements as achieving a 
goal. 

Regrettably, the task of rehabilitating severely disabled people is often a 
thankless one which can have negative spin-off effects. One is that the lack of 
success often results in a cynical attitude among caregivers, who then reduce 
their ambition to a minimum and simply focus on keeping the disabled person 
alive, dressing them and feeding them. Observing the lives of many 
institutionalized disabled children gives substantial evidence for this argument. 

On the other hand, changing the social framework in order to promote 
interaction with other people often enhances the disabled person’s quality of life 
quite remarkably. And interestingly, this often has positive spin-off effects, one 
of which is the fact that such interaction frequently results in changes also in the 
other people involved – not just the rehabilitee. There are not many strictly 
empirical studies which we can refer to here, but we nevertheless maintain that it 
is possible to register profound changes in the disabled person in areas such as 
“social confidence”, “initiative taking”, “self-confidence”, etc. The argument 
should not be overreached. One of the groups at EII consisted of children with 
Down’s syndrome. When we devoted special attention to them by inspiring them 
to draw and act, as well as making the interaction between them and their 
parents more rewarding and meaningful, we were able to register remarkable 
positive changes among the children, despite the fact that the discrepancy 
between these results and the norms for the “normal child” was constantly 
growing. 

 
2 

In countries where the institutions for disabled people have been closed down, a 
remarkable observation has been made: the proportion of disabled people has 
dropped both in absolute and relative figures. How can this be? 

There are several ways of interpreting this information. The most obvious one is 
that professionals tend to overestimate the need for treatment based on 
expanding diagnostic methods, which are in turn often a result of vested 
interests in this field. This is generally true for a range of symptoms pertaining 
to different kinds of ‘malfunctioning’, and particularly true when medicine and 
psychiatry are involved. “It’s not too late to save ‘normal’. Psychiatry’s latest 
DSM goes too far in creating new mental disorders”. The quotation looks like it 
has been taken from a critic of “diagnostic thinking”, but this is not the case. On 
the contrary, it is an important observation made by one of the scientists 
involved in the latest version of Diagnostic and Statistical Manual of Mental 
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Disorders (DSM IV). “As chairman of the task force that created the current 
DSM IV, which came out in 1994, I learned from painful experience how small 
changes in the definition of mental disorders can create huge, unintended 
consequences.” The problem discussed is of enormous importance, both for 
people in need of professional help and for our understanding of the human 
condition and of our societies. This is a bold statement, but listen again to Dr. 
Allen Frances: “The first draft of the next edition of DSM (DSM V, our remark), 
posted for comment with much fanfare last month, is filled with suggestions that 
would multiply our mistakes and extend the reach of psychiatry dramatically 
deeper into the ever-shrinking domain of the normal…the manual, prepared by 
the American Psychiatric Assn., is psychiatry’s only official way of deciding 
who has a ‘mental disorder’ and who is ‘normal’…If requirements for 
diagnosing a mental disorder are too stringent, some who need help will be left 
out; but if they are too loose, normal people will receive unnecessary, expensive 
and sometimes quite harmful treatment” (Allen 2010). 

Professor Frances’ observation is remarkable considering his frontier position 
creating DSM IV and he points exactly to the dangers of diagnostic thinking 
reducing the area of normality even further. One aspect of the problem is also 
that a manual like DSM is a professional instrument offering limited or non-
existent opportunities for laymen to enter into the discussion – which, of course, 
also means that it treats the patient’s opinions regarding his or her own needs 
with extreme neglect. 

DSM is an “instrument” mainly concerned with adults with disabilities – there is 
a strongly expanding effort based on the diagnosis of ADHD regarding 
malfunctions of children. It is also assumed that ADHD is a neurological 
disease, and so, current treatment is centered on different types of medication 
and incorporated into the field of psychiatry. 

Parents tend to be strong supporters of the medical approach. To them, feeling 
that they are no longer held “responsible” for the behavior of their child comes 
as a relief. The previously traditional psychodynamic explanation, that ADHD is 
a result of disturbed relations between children and parents, is now regarded as 
outdated. (Here, it is interesting to note that the theory (or theories) of 
attachment have rekindled a remarkable interest in the importance of the 
child/parent relationship. This will be discussed in chapter 4 of this book.) 

One way of describing diagnostic thinking is that it is a way of narrowing the 
understanding of the malfunctioning and shortcomings of the child by primarily 
looking at things from a medical/psychiatric perspective. At the same time, the 
widening scope of the diagnostic symptoms is parallel to an increased awareness 
of the child’s antisocial behavior and its behavioral difficulties. The child may 
not be breaking the law, but it is breaking the norms and the obligation of the 
proper reaction considered to be a responsibility of the expert – not the parent. 



 

35 

 

We have chosen to base EII’s programs on another way of thinking. Yes, we 
offer professional assistance, but we take great care to include the parents in the 
treatment programs as we regard them as responsible partners. Moreover, we 
have chosen to avoid explaining the child’s lack of behavior and malfunctions 
from purely medical, psychiatric or neurological aspects. Obviously, any kind of 
behavior is based on neurological functions, but what implications would such a 
conviction create?  

 
3 

We opened this chapter with some critical reflections upon the concept of 
“handicap”, but soon went on to discuss the development of diagnostic systems. 
These topics are closely related, of course. If you have a basic view of the child 
as “handicapped”, this automatically creates an ambition to establish a network 
of diagnosis and narrowing the arena of normality. 

A diagnosis also carries a hidden message. It appears to be a label solely 
referring to another person, whom you are describing with respect to different 
areas. This, however, is a simplification. A diagnosis is not a whimsical 
statement; it is an assessment made by a professional, and as such it is an 
attribute also describing you and the said professional. A diagnosis is a statement 
formulated on the basis of an unequal relationship. A diagnosis says that you are 
not what the other person is and that the other person is what you are not. 
Consequently, a diagnosis raises a boundary between you and the other person. 

An often neglected implication of this is that you, being the expert, will exclude 
a lot of aspects in your description of the diagnosed person; aspects you take for 
granted and which are important qualities belonging to a “normal person”. In 
short, it is often the strengths and resources that do not specifically relate to the 
medical condition that tend to be left out of the description of the diagnosed 
person. And anyone who can draw upon personal resources has a potential that 
has not yet been harvested. They are an area of possibilities. A negative finding 
– a symptom – is something tangible; like an observable fragment of reality. The 
symptom can be recognized, observed and sometimes measured. The potential, 
on the other hand, is not yet present but belong to a possible future. You cannot 
point out or observe that phenomenon right now, because you cannot put your 
finger on it. 

And yet, this hitherto unrealized potential is of the greatest importance when 
you work with a disabled child and its parents. As a professional, you have a 
unique chance to bring about a change/make a difference by understanding that 
there is another side to the child than simply its symptoms. At EII, we made an 
effort to develop an approach which also included the concepts of resources and 
possibilities, and to build our treatment programs upon that. But our efforts 



 

36 

 

lacked precision, partly due to the fact that we had set out on an impossible 
mission in trying to define the indefinable and measure the immeasurable.  

 
4 

If you are working with disabled children and their parents, of course there is a 
need for a diagnosis: you have to establish the grounds for the loss of hearing; 
you will be obliged to assess the degree of retardation in the child with Down’s 
syndrome and you have to find out where on the autistic spectrum to position an 
autistic child. 

So, the arguments in this chapter have not been formulated with the aim to 
create a negative attitude towards conventional diagnostic standards, but to 
encourage a wish to work together with a disabled child. This calls for an 
awareness of the diagnosis being an essential part of the social construction of 
the identity of the diagnosed child. The symptoms are not labels stuck on the 
child, but personal attributes that may in unfortunate situations form the basis of 
the child’s self-awareness and also the parents’ understanding of their child. 

Having a disabled child is often a severe disappointment and a cause of 
immense sadness for the parent, and life becomes a case of trying to transform 
this existential dilemma into a scenario which includes hope. But setting out 
with the unattainable as a goal will never invite hope. Nor will anyone feel a 
sense of hope if the professional discourse only includes negative descriptions of 
your child and sophisticated ways reiterating that your child is “not like other 
children”. 
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4. Separation Is the Prototype of Human Sorrow 
  
  

Bengt Börjeson 
 
 
 
1 

“It seems unlikely that either John Bowlby, when he first wondered about the 
relation between maternal deprivation and juvenile delinquency, or Mary 
Ainsworth, when she answered an advertisement in a London newspaper to 
work as a postdoctoral researcher with Bowlby, dreamed for a moment that their 
theoretical efforts would spawn one of broadest, most profound, and most 
creative lines of research in 20th-century (and now 21st-century) psychology. 
But that is what happened. Anyone who today conducts a literature search on the 
topic of “attachment” will turn up more than 10 000 entries since 1975…” 

The quotation is taken from the preface of the colossal – more than a thousand 
pages – Handbook of attachment (Cassidy & Shaver 2008).  

Attachment theory has gained such an enormous support partly because 
psychoanalysis in its classical shape – although an eminent advocate for the 
importance of childhood – never dwelled into the relations between mother and 
child. So John Bowlby, himself a doctor and psychoanalyst, never looked upon 
his theory as a contribution to psychoanalytical theory. But although this is an 
explanation it is only a partial one. What is really remarkable is the non-
communication between attachment theory and object-relation theory (see 
chapter 5), the latter really trying to understand the decisive impact of the 
significant parent for the “inner”, intrapsychic, development of the child. 
Melanie Klein, Margaret Mahler, Daniel Stern and Daniel W. Winnicott are 
hardly mentioned in the handbook, referred to at a few lines and just in passing. 

What is remarkable is that the two theoretical languages both are focusing the 
concept and phenomenon of separation as a dramatic event in life and a 
devastating threat of many children. The headline of this chapter, “Separation is 
the Prototype of Human Sorrow” is by the way a direct quotation from Bowlby. 

The story of attachment theory and its development is told in many textbooks 
and papers – we will not expand this heroic story once again.19 Bowlby’s initial 
observations were very concrete – at first made within an institution for juvenile 
offenders but later on within the context of World War II in 1940-1 when the 

                                                 
19  The Grand Theories are very often attributed to the heroic phase when one outstanding figure, in this case John 

Bowlby, made his decisive contributions, creating a new theoretical language with the result that the world could 
be understood via new perspectives. The same kind of story is also told of Sigmund Freud – the lonely hero 
overcoming the resistance from the very reluctant professional society at his time. 
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German air force hit against Britain and especially against London. A lot of 
children at that time were transported to foster homes at the countryside for the 
sake of their safety, and thus became separated from their families and 
especially from their mothers. Bowlby observed severe emotional reactions in 
the children: anxiety, of course, but also anger and – perhaps the most severe 
symptom – depression. His remarkable understanding was that the responses of 
the children were not reactions related primarily to the war but they were to be 
interpreted with regard to the separation from the mother. 

Thereafter Bowlby continued his clinical and scientific work mostly directed to 
long-term separations, e.g., when the child was moved to an institution or a 
foster home. A both happy and a negative circumstance occurred when Mary 
Ainsworth became a research associate to Bowlby. A happy occurrence due to 
her very clever design of observations of the quality of attachment in laboratory 
settings – the result was an opening up for research and clinical experience 
regarding children’s reactions towards “miniature separations”. The sad thing is 
that the narrowed focus has meant that attachment theory has neglected 
observing the difficulties of children when they suffer from long-time 
separations. This means that the attachment discourse is left with an “explosive 
vacuum” in the midst of the theory – having enhanced awareness of “the 
prototype of human sorrow” but not fulfilling this obligation. 

There is another peculiar emptiness of the attachment theory, which has to do 
with the lacking interest of the identity development of the child. We think that 
John Bowlby himself has a part in this neglect. The internalized results of the 
interaction between child and mother he phrased as “working models”, ways of 
the child to cope with external threats etc. This concept, more or less accepted of 
the followers of Bowlby, is not a successful one – not a useful concept for being 
a cornerstone of the inner psychological development of the child related to its 
interplay with the mother.20 Due to Bowlby’s prestige, the endless row of 
followers have continued to understand the child by using the “working model” 
as a basic concept, thereby making it impossible to describe essential parts of the 
psychosocial context of the child. 

Nevertheless, attachment theory is contributing immensely to exploring the 
interaction between mother and child. In the following, we will give a short 
outline of the achievements of this intellectual enterprise. 

  

                                                 
20  Attachment theory is a language of the relation between mother and child. The “mother” has to be understood as 

a convenient way of talking about “the primary object”, “the significant grown up person in care of the child”, 
etc. The lines above regarding the history and content of the attachment theory are easy to complement. The 
handbook mentioned above is an almost complete text of attachment theory “in action” – John Bowlby’s three 
volumes Attachment and loss: Vol. 1, Attachment (1969), Vol. 2, Separation, anger and anxiety (1973), and Vol. 3, Loss, 
sadness and depression (1980) are, however ,the most interesting texts. 
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2 

It is important from the start to outline a few basic hypotheses. An important 
aspect of a damaging emotional state for the child is being afraid. This fear on 
the child’s behalf is in most cases not related to immediate and external facts but 
to internal feelings of negative possibilities – centered on the possibility of loss 
of the mother. 

Another – most important – statement is that the cause for fear is not only the 
presence of some kind of threat but more often the absence of the possibility for 
comfort. Combining these cornerstones of the attachment theory you reach the 
crucial dilemma of the exposed child – and in fact the dilemma of every human 
being. The primary object is the same (symbolic) person creating both fear and, 
as well, comfort and safety. This “normal neurotic state” is a fragile psychic 
construction with a lot of possibilities of breakdown. 

A serious theoretical dilemma – we have hinted at it above – is the different 
qualities of the separation phenomenon. On one side there is the not permanent 
separation – a separation with a final making it possible for the child to re-
establish the attachment with its “significant interactional counterpart”. On the 
other side there is the ultimate loss and separation – e.g., when the child is 
placed in a foster home – making it obligatory for the child to completely revise 
the system of attachment. Sometimes this is an impossible undertaking, which 
means lasting emotional disorientation for the child. 

There are important questions to be asked. Just a few examples: What will be the 
consequences of a permanent separation if the preceding relation mother-child 
was mostly good?  Will a permanent separation for the child be a relief for the 
child if the basic relation with the mother is a threatening psychosocial 
situation? What will happen if the permanent separation – e.g., lasting for 
several years – “all of a sudden” is finished and the child is confronted with the 
task of re-establishing the original attachment system? Is there such an original 
attachment system left within the child? 

Among these important questions there is a very profound one: What does 
separation imply for the very small child – for example less than six months – 
compared with a separation which occurs when the child is two years old (with a 
strong bonding to the mother)? Within social care there are ample evidence 
regarding some circumstances: (1) the risks for severe emotional damage when 
separation of child and mother is affected means a) that very strong arguments 
are needed in order to enforce such a dramatic change of the emotional life of 
the child and b) every effort should be looked for in order to make a “permanent 
separation” not permanent, in order to make the relation between mother and 
child a living experience even if the child lives in and grows up in a foster home; 
(2) knowing that separation is a danger for the child not only means that you 
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should try to avoid this “solution”, your obligation as a social worker is to do the 
utmost to help mother and child create a “good enough” attachment system.  

The questions formulated above have of course been the questions we have had 
as constant reminders when building the program of early intervention at EII. It 
has been a very rewarding enterprise, in fact an effort to make “mission 
impossible – possible!” Especially we think we have gained a lot of experience 
working with those families where the attachment system is in threat due to the 
child being disabled. In those cases there can be very strong ambitions and 
inspiration from the biological parents to relate to the child in a positive way – 
but the special problems of the child can nevertheless be a difficult hindrance for 
the parents to find ways of understanding how to manage their unexpected 
difficult situation in life. 

 
3 

The relation between the caregiver and the child is sometimes described as an 
intimate interplay where both of the participants have a remarkable capacity of 
interpreting the Other, observing small shifts in the responses of the other. The 
interaction is described as a well-tuned “dance”, where every step of the partner 
is predicted and followed, both participants sharing the rhythm of the dance. 

This is a challenging metaphor but also a misleading one: the relation between 
mother and child within the process of attachment is an asymmetric relation in 
the extreme and has to be understood as such. A way of understanding the 
asymmetric relation is to use a different concept for the attachment of the 
caregiver, e.g., “bonding”. We will use this concept occasionally in this chapter. 

Of course, the process of attachment will be submitted to profound changes 
when the child is growing older; that will be true both for the attachment of the 
child and the bonding of the mother. A remarkable feature of these dynamic 
processes is the phenomenon of “separation” which in its positive “gestalt” is a 
component of the psychosocial development of the child (see chapter 5 
regarding the efforts of Margaret Mahler to outline the “process of separation/ 
individuation” as simultaneous with the development of the identity of the 
child). 

The process of attachment/bonding is a multifaceted development; now the 
question is if there is to be found some basis characteristics within these 
constantly changing phases of attachment. We think so. 

Perhaps the most decisive aspect of a “good enough attachment” is the mutual 
positive feelings towards the Other. “I love you. I love you too”. The love – 
“liking” is a milder concept – is not an external aspect of the 
attachment/bonding; that is to say, there is not an attachment and then this 
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love/liking is “added to” it. Love/liking is the basic component of attachment, 
the strong belt of strength of the relation. 

“The mother loves her child. The child loves its mother”. This may be a false 
statement: sometimes due to psychological circumstances, sometimes absent 
love can be explained by structural conditions. More about this in the following! 

A second most important aspect in this context is whether the caregiver is close 
to – not separated from – the child. Closeness is most clearly expressed from the 
start of life for the child by regular body contact, holding the child, caressing the 
child, kissing it – your body evokes lust within me. Closeness thus means a lot 
of the development of reflexive emotional feelings for the child, or – to put it 
more simply – for the child’s development of positive feelings for itself. The 
other side of the coin is the feeling of security for the child. A situation differing 
from the ordinary is neither a threat nor alien if the child will be able to turn to 
the caregiver. Coming closer to her. 

A relation is a multifaceted dialogue; both child and mother are expressing 
needs, demands, intentions etc. towards each other. What are the responses? Are 
there, in fact and as a rule, a response? Most often the initiative of the dialogue 
depends on the child or the mother making an observation of what is going on 
“outside the relation”: “Look at the bird!” Or: the dialogue is focused on the 
relation itself or referring to the participants of the conversation. Furthermore, 
often the dialogue begins with a question, as such requiring an answer. 

A dialogue not only starts, it is interrupted or finished – and the emotional 
qualities of these interruptions differ from one interactional context to another. 

Close to what is the distinguishing features of dialogue are the tendencies of 
directing yourself towards the Other or turning away from him/her. The 
asymmetric relation tries to disguise itself – e.g., the parent pretends to be 
interested – but the meaning underneath the surface of the relation will be 
disclosed and reacted to. 

A prerequisite for the good enough attachment is also the understanding of the 
partner within the relation. The demand to understand is most often directed to 
the parent/caregiver – will the needs of the child be recognized, its demands be 
met? Understanding the Other is not an isolated cognitive capacity but closely 
related to love/liking. But not altogether. There are really “special needs” of the 
child at different ages, which are sometimes difficult to accept for the mother 
because they are not concordant with her needs. “I need that you need me” 
illustrates this dilemma. “Why do you not need me any longer?” 

There are many observations of emerging difficulties regarding difficulties of 
the parent to understand the child due to social and cultural changes. The age of 
IT means that children are entering worlds parents do not know about and also 
that youngsters have access to social networks far out of reach (or 
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understanding) of the parents. This may be a superficial observation, or it may 
not be. 

A basic understanding is not only directed to the Other within the relation but 
also concerns the understanding of Us. In what ways are we important to each 
other? What is going on between us?  

A general statement regarding the organization of the patterns and structures of 
the relation of the child and the caregiver concerns their reactions regarding 
changes of the structures mentioned, e.g., when the child will be anxious to 
explore the world outside the relation. But as important is the question of 
whether the child is willing to accept not being the ultimate love object of the 
mother. Among thousands of references in textbooks to concepts proximal to 
attachment theory there are none referring to Freud’s version, the famous 
Oedipus complex (the desire of the son to kill his father due to the devotion of 
the mother to her husband, or the envy of the daughter of her mother being loved 
by the father); nothing much in attachment theory deals with rivalry between 
siblings. The psychosocial construction of “we” within the relation to the 
caregiver in this case will also be an effort to exclude “other Others”. 

The child has a strong disposition to enter the world, exploring the intricate and 
endless possibilities of interacting with all “that is outside of me”. The love 
affair with the world also needs inspiration from the caregiver sharing her 
devoted interest and sometimes lust with the child. In what ways are these 
processes started and developed? A good hypothesis is that the child is inspired 
to explore the world equipped with positive expectations if the first and primary 
relation with the mother is a success.  

In what way is continuity established and sustained with regard to the 
attachment process? For the baby the answer is affirmative: “the caregiver 
should be there”, fulfilling the needs of the child, the need for food and shelter, 
the need for “being in touch”, to experience “being related to” by the real 
presence of the mother. But this demanding undertaking will not be possible – or 
not to be recommended – when the child grows older. The child has to be 
convinced that it is possible to rely on the “sometimes absent parent.” We think 
there is a comment to be made. The first is that although absolute continuity and 
presence is not possible; for the parent to be “good enough”, the child has to be 
able to predict the possibilities to recreate the relation with the parent, knowing 
the ways to be close to the mother.  

We will continue the discussion on the attachment process and then a focus on 
the negative aspects – when the attachment system of the child is threatened and 
destroyed. We will then underline the basic threats – the disorganized attachment 
and the destroyed attachment. Because this is the awkward dilemma within the 
field of (psycho)social care: in order to eliminate or reduce the threats due to a 
disorganized attachment to the caregiver, the social worker/the society resort to 
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interventions which destroy the attachment system of the child – by separating 
more or less definitely the child from the biological parents, damaging the 
attachment of the child and the bonding of the mother/caregiver. 

 
5 

There is a paradox with the attachment theory however. In a way it looks self-
evident, no one will really object to the theory and it seems also to be possible to 
use it as an important tool when you are working with families, parents and 
child. (Admitted that the problem of the family can be so profound that changes 
for the better are difficult to achieve and also that signs of family dysfunction 
may be difficult to observe). 

As an epilogue we want to tell a remarkable story highlighting the hardship to 
understand the child out of an attachment perspective. The story we will write 
about is taken Sweden, one of Russia’s neighboring countries. Sweden is an 
immigrant country; during the last decades many refugees from Chile, former 
Yugoslavia, Iraq, Somalia, Afghanistan – you name it – arrived in Sweden 
seeking asylum and shelter from warfare situations. 

Many persons coming to Sweden from abroad are then put into a “waiting 
room” for a long time, often a year or more, waiting for a decision on whether to 
be accepted as immigrants or being denied asylum; a negative decision will be 
followed by a transport back to the home country. 

Around the year 2000 the rules regarding immigration became stricter than 
before and about the same time a dramatic medical and psychosocial symptom 
occurred – several children from refugee families became severely apathetic, not 
responding to people. As they did not eat they had to be fed by intravenous 
measures in order to keep them alive.  

Professionals stated that the apathetic children was a phenomenon unique for 
Sweden and at last a National Commissioner – herself a distinguished 
psychologist – was appointed to give authoritative recommendations to solve the 
problem.  

A great debate arose in the country and the Commissioner – as well as 
influential members of the government and migration officers – accused the 
children’s parents of poisoning them. An alternative explanation was that the 
children pretended apathy – at nights they got up, started eating and playing. 

The government was close to a severe crisis, and as a result migration rules were 
changed and families with an undue long waiting for a decision regarding their 
request to stay were allowed to do so. Following that decision, the apathy of the 
children diminished and in most cases disappeared. 
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In the last governmental report the Commissioner remarked that the apathetic 
children were no longer a problem but she added sadly that she could not give 
good reasons for what had happened. 

The sense moral of this story is that nobody, neither politicians nor other 
authorities or professionals, interpreted the reaction of the children as severe 
disruptions of the close relations to the caregiver – the parents being themselves 
depressed and many of them close to commit suicide. 

“We are our relations”. Yes, we know that. But this knowledge seems to be far 
away when we are confronted with real problems of the kind described. In those 
cases we almost desperately seek “the solution" of the problem within the 
individual – and thus we will seek in vain?  
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5. The Development of the Identity of the Child  
  
 

Elena Kozhevnikova 
 
 
 

Identity is not “something” but a specific aspect of consciousness, a reflective 
consciousness meaning that the person understands “I” – “I exist, I am in the 
world”. Perhaps this is a specific human consciousness but that is not so 
important. What is more important is that a conscious “I” is also an intentional 
construct, making the “I” possible to choose his/her actions, thus creating the 
world and also creating and recreating the “I”. 

Several authors have described the development of the “I” agreeing that you are 
not born as an “I” but developing it in interaction with the significant 
“other/others”.  “The biological birth of human infant and the psychological 
birth of the individual are not coincident in time. The former is a dramatic, 
observable and well-circumscribed event; the latter a slowly unfolding 
intrapsychic process” (Mahler et al. 1975:3).  

In this chapter we will consciously select one of the important contributions in 
the field, Margaret Mahler. This does mean that we explicitly put Mahler in the 
foremost position but she and her colleagues have most clearly described the 
psychological birth – the emergence of the “I” and some consequences of this 
occurrence in human life.  Margaret Mahler referred to “the psychological birth 
of the individual as the separation – individuation process: the establishment of 
the sense of separateness from, in relation to, a world of reality, particularly with 
regard to the experiences of one's own body and to the principal representative 
of the world as the infant experiences it, the primary love object” (ibid.).  

As the main source of inspiration in writing this chapter we used publications by 
Bengt Börjeson, particularly “Close relationships”21, where the question of the 
identity development is discussed in much more detail. 

Early interaction, close relationships – this is a process which creates the human 
being and his/her existence. Relationships are molding the child's understanding 
of his existence in the world and at the same time the child's understanding of 
the world through the prism of his consciousness. The fact that the human being 
can say “I” about himself is the result of his interaction with other persons. 
Without interaction there cannot be an “I”.  

 

                                                 
21 Б. Борьесон, С. Бриттен, С. Довбня, Т. Морозова, К. Пакеринг, Ранние отношения и развитие ребенка, 
Питер, 2009 (B. Borjeson, S. Britten, S. Dovbnya, T. Morozova, K. Pakering, Early relationships and child 
development, Piter, 2009). 
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About the Separation/Individuation Process 

The separation/individuation process is a process of close relationships between 
the infant and the primary love object/mother, when the infant's needs are 
fulfilled and signals are heard and responded. The infant constantly feels how 
his parent approaches him, looks at him, touches and talks; in that way the infant 
is engaged in a verbal flow, which anticipates and initiates his own speech 
development.  

An interesting, not to say brilliant part of Mahler's  contribution to the 
knowledge about child identity development is her understanding of the role that 
separation plays in this process. “Normal” close relationships constantly give the 
child a possibility/opportunity to develop in relation to another body, to another 
person, and separately from her. The primary object gives the child chances to 
act through separateness and separation as a real but not threatening 
phenomenon. “Good” close relationships include separation as a liberating and 
developing moment.  

Mahler's clinical observations of children with disturbed relations with primary 
object preceded her extremely fruitful study of separation/individuation 
processes in “normal” infants with “normal” mothers from “normal” families 
described in The Psychological Birth of the Human Infant (Mahler et al. 1975). 
Mahler differentiates between two types of “pathological” psychological 
positions connected with the character of attachment.  One is a symbiotic 
dependence, when the child feels extreme anxiety when his parent leaves him; 
he does not understand that in reality the parent will not disappear and will come 
back (e. g., the child cannot fall asleep if the parent is not lying close to him). 
Another negative example is so called “primary autism”, when the child is 
separated from the primary object by a “frozen wall”, which hampers or makes 
impossible communication between them.22 In the contrary, “symbiotic” 
position there is a “fusion”, a lack of border between “I” and “no I”.    

If relationships between child and love object are characterized by prevailing 
dependence or (almost) impassable borders, it leads to grave consequences for 
the identity development. Development is delayed, but in the first place such a 
psychological structure emerges when relations between the “I” and the object 
(and later, to other persons in general) become problematic.     

The ideal case, when the separation/individuation process has gone well, could 
be illustrated in following way:  

     

                                                 
22  This term was, however, chosen rather poorly. Today, autism conventionally is understood as a problem that is 

genetically or neurologically caused, not as a result of disturbed relations between child and primary object. 
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                                                  WE   
   

 

                I                  YOU  
 

“I” am, “I” exist, “You” are, and “You” exist. “We” are “We”. “I” am “I”, “You” 
are “You” in the frame of what “We” are. Differentiation/separation between “I” 
and “You”, which has emerged in close relations, is a prerequisite for 
understanding what “We” means.  

Consequences of separation/individuation processes “going on wrongly” are 
devastating for the “becoming conscious” “I”. The child is positioning his “I” on 
the arena where anxiousness and fear form the main emotional background, and 
where an emotionally ambivalent “You” is placed. Will “You” disappear or will 
“You” capture and destroy me ? Disturbed or underdeveloped relations between 
“I” and “You” also mean that a feeling of “We” is not forming in the child. Such 
a psychological structure is formed in the child, where he is confronted with 
destructive emotional consequences of disharmonic representations of close 
relationships. What will be the main emotional background fully depends on 
what is dominating in the child-parent relation: closeness or distance. If the 
separation/individuation process does not allow the child to develop some basic 
trust, then his feeling will be that of existential anxiety – the fear to be 
abandoned (in case of symbiotic dependence) or fear to be captured and 
destroyed (in case of “autistic border”). 

The developmental process, which will be described below, includes different 
phases. The description of these phases is another of Mahler's substantial 
contributions.    

 
Separation/Individuation Subphases 

Mahler's description of early interaction is unfair towards newborns and young 
infants; her description of the beginning of the separation/individuation process 
underestimates infants’ abilities of active listening and contact. Here Mahler 
stays in the position of orthodox psychoanalysis and even cites famous Freud 
comparison of the infant and a bird’s egg – the child's psychical system is still 
shut: “A neat example of a psychical system shut off from the stimuli of the 
external world, and able to satisfy its nutritional requirements is afforded by a 
bird's egg with its food supply enclosed in its shell; for it, the care provided by 
its mother is limited to the provision of warmth” (Mahler et al. 1975:41). 

 



 

48 

 

THE FIRST SUBPHASE (4-5 – 6-8 MONTHS) 

During the first symbiotic phase, which precedes the separation/individuation 
phase, the infant's attention is directed towards different inner sensory stimuli 
and needs, and a continuous fulfilling pleasure principle. However, invariant 
sensory perception of the “other close body” is also included in symbiotic 
circulation.  

During the first separation/individuation subphase, the infant gets the initial 
experience of approaching and distancing the mother, the experience of getting 
food and achieving satiety. At this phase a tentative experimentation on 
separation/individuation begins. Such behavior demonstrates at least some 
ability in the child to differentiate his self (“I”) from the primary object – “the 
child is pulling at the mother's hair, ears, or nose, putting food in her mouth, 
straining his body away from his mother in order to have a better look on her” 
(Mahler et al. 1975:54). The “hatching” of “I” has started.  

The late period of this phase is characterized by the child's acquired ability to 
move and to reach objects around him; thus, the child’s attention is directed also 
to phenomena outside the close relationship with the mother. The characteristic 
feature is the child's ability to move away from the mother but also to return (or 
demonstrate the desire to return). Simultaneously with differentiating himself 
from the primary object, the child compares the mother with other people, with 
other faces. During the first subphase, “You” becomes a definite “You”, different 
from “Others”. If the relationships during the first subphase (and the previous, 
symbiotic period) are developing optimally, the child develops a basic trust in 
the outside world.  

 
THE SECOND SUBPHASE (6-8 – 12-14 MONTHS) 

This subphase can be described in different ways. Mahler underscores the child's 
on-going practicing of moving away from the primary object and in that way 
getting knowledge about the world. The practicing phase is ushered in by the 
infant's ability to move away physically from the mother by crawling, paddling, 
climbing and, later, walking. The child discovers the world outside relations 
with the primary object/mother; however, this world is still organized on the 
basis of these relations. The child performs small “excursions” in the landscape 
of relationships, and all objects are colored by the presence of the primary love 
object. Mahler also mentions the typical child's behavior, where he/she 
periodically returns to the mother for “emotional refueling”. 

The second phase Mahler describes as the development of three interrelated, yet 
discriminable, directions in the child’s individuation (understanding himself as 
an independent or self-dependent “I”).     
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The first is a bodily, physical differentiation from the mother. The second is the 
establishment of a new, specific relation with her; to the sensation that the 
relationship with the mother is the whole world a more accurate supplement is 
added: the child's knowledge (still not well articulated) about the world which 
includes these relations.  

There is a distinction in kind between relations in which at least one partner 
cannot get out of them, even temporarily, and relationships where the child may 
also leave the other. During the second subphase the child still cannot leave the 
mother, but he develops capacities to move away from her. 

The developmental pattern described above serves as a prerequisite for the 
growth and functioning of the child's “autonomous ‘I’-structure”, in close 
proximity to the primary object/mother (third direction in the child 
individuation).  

Of course, it is extremely difficult to describe the inner processes of the child. 
However, the most important feature of Mahler's work is that it is based on her 
deep interpretation of actual child behavior and children’s relations with their 
mothers. Therefore, her interpretations seem trustworthy, even if they are on a 
certain level of abstraction:  

[A] child's reaction to brief separation, which is peculiarly specific to mother-infants 
reunions  in the second half of the first year, might be understood metapsychologically 
in terms of the split that still exists in internal part-images of the mother. This split is 
easily activated by such brief absences; the mother of separation must be reintegrated 
as the 'all good' symbiotic mother so as not to hurt or destroy a good object... The little 
boy, for example, whose mother really could accept him only as a symbiotic part of 
herself and who actively interfered with his attempts to move away, seemed to lose 
contact with his mother when he was at a distance from her. (Mahler et al. 1975:67)    

By the end of the second subphase, the child – in the optimal case – starts to feel 
calmer in the periods of relative physical distance from the primary object.  
Discovering the surrounding world is integrated in qualitatively new 
relationships with the primary object, which include both proximity and 
separateness. The separation does not cause the anxiety because the child has 
mastered the “technique” to reestablish the contact at any time. Now the child 
can also (again, in the optimal case) pretend to “threaten” the relationships, 
running away from the mother and being sure that he will be caught. Such a 
quality of relationship, where you can pretend as a joke that relations are not as 
they are (on the surface I want to run away, in reality I want to be caught), 
presuppose the child's understanding of differences between “I” and “You”.  

The child is already close to the moment of the “psychological birth”. 
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THE THIRD SUBPHASE (12-14 MONTHS – 20-24 MONTHS) 

The development of the child into a “self-conscious ‘I’” (according to Mahler) is 
described as a step-by-step process where different directions of development 
are intertwined, and where each step makes it possible to achieve the next one.  

This rapid development suddenly stops during the third subphase. During this 
phase a general restructuring of the infant's inner world takes place, which will 
affect the whole following life of the child.  

This restructuring, the “psychological birth of the child”, means that the child 
forms an awareness of his own consciousness, which is the essence of human 
identity.  The process which leads to this fundamental event is a step-by-step 
process and on each of these steps the relationship with the primary object is the 
crucial prerequisite for the development of child's “I”. After awareness of his 
own “I” has been established the process of “I” development is continued. But 
the phenomenon itself – the “psychological birth of the child” – is an 
exceptional “leap” in child's life, because now the child gets the possibility to 
make the world his own world and purposefully create his own existence. The 
psychological birth of the child is a birth of the conscious human being.  

Certainly, this development depends on neurophysiological prerequisites of the 
consciousness, but even if this field of knowledge is rapidly developing, our 
understanding of these mechanisms is very limited. However, we can assume 
that the on-going interaction between the brain development and the 
psychological and social development of the child – taking into consideration 
that this interaction is bilateral (the exceptionally rich cognitive experience of 
the child plus speech and language development as a powerful cognitive 
potential) – create important stimuli for neurophysiological processes.   

The child's awareness of his own consciousness leads him into new existential 
positions – now he is an agent, active actor, active individual. He has the ability 
to concur and change the world, to influence the world in a broad perspective. 
And this ability will be increasing all the time. But this ability also means 
vulnerability, susceptibility to the intentions of others – good and bad intentions 
directed towards the child. The psychological development of the child has then 
reached such a level that he is able to conceive that other people have their own 
intentions. At that point, the ground for anxiety about the nature of these 
intentions is created. And what kind of attitudes towards the world – basic trust 
or suspicion and evasiveness – depends on the quality of those close 
relationships. 

Re-approaching the primary object is a manifestation of this vulnerability. A 
striving for separation, for moving away, prevailed during the previous 
subphase; now uncertainty and longing for close physical contact with the 
mother dominate in the child. 
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The capability to concur the world, which awareness of his own consciousness 
gives the child, means that from this moment the child can imagine the world 
outside the space where he is now situated. The child can imagine spatial 
connections besides those given to him through his senses, and thus awareness 
of one’s consciousness is more than awareness of one’s “I”.  This is the 
understanding of one’s own “I” in different possible contexts, in conceivable but 
not known space. Each phenomenon is not only there because it exists but it is 
possible to extend a conceivable thread to that which might be. 

We should add that at the end of the third subphase the child moves so far in the 
identity development as to understand itself as being a boy or a girl. 

 

THE FOURTH SUBPHASE (20-22 – 30-36 MONTHS) 

This subphase can be described in two ways (according to Mahler). 

First, the child's identity develops and differentiates very rapidly. Due to the 
increased possibility to think about his/her own “I”, the child gets a possibility to 
discriminate different people and thereby build relationships with them in 
different ways.  

The inner psychic structure of the child is continuing to build in active 
interaction with close people surrounding him. That is why the “primary” object 
is becoming less primary. Other people enter the child's life as important 
persons; first of all, family members, but it could also be preschool teachers and 
other children. The child's ability to play with children of the same age plays an 
enormous role for his understanding of himself, but also for understanding 
himself as a child. All in all, relationships with other children create a 
completely different character of relations with others. Relationships on equal 
terms appear, in other words relationships in which the child can get self-
affirmation in competing with other children, but where he also experience 
himself  as a loser.  

Second, Margaret Mahler introduces a very important concept characterizing 
identity development during the fourth phase of the development: the concept of 
“object constancy”. By this she means that the child has strengthened his 
understanding of his own consciousness so much that his own understanding of 
himself is not destroyed during crises, which he has to endure. These crises 
could be connected with threat, fear, pain etc., but the “I” of the child is strong 
enough to stay firm. “I am I as before,” even if the surroundings meet the child 
in new ways and threats are hidden in this novelty. However, the “object 
constancy” concept is partly confusing. Obviously different factors have an 
effect on the self-understanding of the child, the adolescent and, later, the adult. 
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However, under all these changes and modifications the “core I” is preserved, 
and the “core I” is never doubted by the individual.23 

What are the consequences of the psychological birth of the individual? The 
person is now capable of making choices within the boundaries of his/her 
possibilities of choice.  And: the person becomes a vulnerable person open for 
the attribution of definitions of himself/herself. 

This is especially important for a disabled child, and one of the most important 
efforts made by EII within the treatment programs has been the ambition to 
make positive attributions from parent to child, for the parent to understand the 
intention of the child and to answer it in a positive way. That is why the question 
of communication plays such an important role in EII programs (see chapter 8). 

A quite common approach to treatment programs is to “make parents co-
therapists”. We see here a danger that parents will start to look at the child as a 
“patient”, an “object of care”, and as a result the child’s self-understanding will 
be that of a “patient”, not a child with his own specific “childish” wishes, 
interests and intentions. When parents talk about their experiences to be in EII 
programs they mention how surprised they were when  the first questions asked 
by EII professional were “what is the name of your child ?”, “what does your 
child like?”, etc., not “What is the diagnosis of your child?”. 

According to Mahler, a very important moment in the identity development is 
the moment when the child starts to walk, when he himself can run away from 
the mother. Many children in EII programs will never in life get this chance. 
Many years ago, when the EII programs were only starting, we read a Swedish 
paper about young children with serious motor problems. The author was trying 
to persuade authorities to give these children “motor-carts”.  Children were 
young – around two years old – and authorities were saying that these children 
were too young, that something might happen to them. However, the author 
managed to get a special permission to run an experiment and to supply 30 
children around Sweden with specially made motor-carts. Before starting the 
experiment the author interviewed parents. The families lived in different parts 
of Sweden – in small towns and in large cities.  However, their descriptions of 
life situations were very similar: after birth of the disabled child parents stopped 
meeting with relatives and neighbors, siblings were ashamed to have a 
“crippled” brother or sister.  A special question was about the disabled child’s 
play. The answer was:  mainly the child stayed at home playing with his/her 
parents, however sometimes mothers were carrying children to a playground, 
put them in the sand-box, and sometimes children were even included in other 
children’s games(!). What was the role of the child? Puppy or kitten. 
                                                 
23 The object constancy concept is put under question, and maybe rightly so, especially in cases when identity 

development is looked upon from a social constructivist perspective.  That is to say: Identity and the “I image” 
are under continual reconstruction during the entire human life – as a result of life crises, changes in social 
environment of in the individual, etc. As J. P. Sartre would say: “I is my expectations”. 
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A year after the children received motor-carts the author again interviewed the 
families. First of all she was concerned about accidents (this was the main 
objection of the authorities). There was only one small accident – when a child 
ran a race with other kids he made a wrong turn and ran into a tree. But nothing 
bad had happened, only small abrasions. The siblings became very proud of 
their brothers and sisters, only they had these very fantastic and fast carts; 
parents suddenly became very popular people with many social contacts, and, 
most importantly, the disabled children were playing with other children and 
their roles were doctor, father, mother or captain – the highest ranking roles.  

Recently, thanks to EII’s cooperation with the Swedish Institute of Assistive 
Technology, young kids in St. Petersburg also got this possibility – to run away 
from parents.   

The ability to move independently is closely connected with self-perception and 
identity.  “I Am a Moron” is the title of one of the chapters of White on Black, 
the book written by Booker prize winner Ruben Gallego, who spent all his 
childhood and youth in different types of Soviet institutions. If you cannot move 
– you cannot think – and if you cannot think – you are just nothing; this is a 
common view between professionals in Russia.24 This view was shared by 
Gallego's caregivers, and through communication with them he got knowledge 
that he was “a moron born by a black bum bitch”.25 

It is rather difficult to give positive attributes to your disabled child if your own 
identity is disturbed, if you as a mother of a disabled child is looked upon as a 
beggar trying to get money from the state using your child’s disability.26 The EII 
experience (through a long-running cooperation with Swedish toys production 
firm Kalikå) shows that financial independence from authorities may seriously 
improve the self-image of mothers with disabled children and, indirectly, the 
self-image of their children. 
 

                                                 
24  Нет необучаемых детей ! Книга о раннем вмешательстве (под ред. Кожевниковой Е.В. И Клочковой Е.В.), 
Санкт-Петербург, КАРО, 2007. (There are no uneducable children ! The book about early intervention. Ed. by 
E. Kozhevnikova and E. Klochkova, St. Petersburg, KARO, 2007.) 

25 Gallego's mother was told in the hospital that her newborn son died. She was a Moscow University student in the 
1960s, forced to leave Spain because her father was one of the leaders of the Spanish Communist Party. 

26 П.Романов, Е.Ярская-Смирнова, С.Вайтфилд, С.Келли, Социологическое исследование проблем 
инвалидности и реабилитации инвалидов в Российской Федерации. Анализ основных результатов 
исследования. – М.: Проект «Система реабилитационных услуг для людей с ограниченными 
возможностями в Российской Федерации». – 2009, 60 с (P. Romanov, E. Jarskaya-Smirnova, S, 
Whitefield, S. Kelly, Sociological Research on Disability and Rehabilitation in the Russian Federation. Analysis of 
the main results of the study. - Moscow: Project “ The system of rehabilitation services for people with disabilities 
in the Russian Federation.", 2009, 60 pages) 
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6. Ethical and Existential Perspectives  
– On the Meaning of Early Intervention  

  
 

Jonas Alwall 
 
 

”If I want to succeed in bringing a person towards a certain 
goal, I first have to find him where he is and start just there. 

He who can’t do that fools himself to believe that he can help 
others. In order to help someone, I do need to understand more 
than he does, but primarily I have to understand what he 
understands. If I can’t do that, knowing and understanding more 
won’t help me. 

If I still want to show how much I can, it’s because of my own 
vanity, and what I really want is the other person’s admiration 
rather than to give him help. 

All true helpfulness starts with humility before the one I want to 
help; thus I must understand that helping someone is not 
wanting to rule but wanting to serve. 

If I can’t do this, I can’t help anyone.”  

Søren Kierkegaard 

 
Introduction 

This chapter deals with two – highly interrelated – types of questions: 

1) What ethical issues are involved in clinical work with young children, and 
what are the ethical implications of an early intervention approach?  

2) What existential questions are raised in being disabled, parenting a disabled 
child and/or in child-parent-clinician relationships, that should be kept aware 
and dealt with by anyone working professionally in such contexts? 

The experiences guiding the following text are based on the author’s work as 
consultant, teacher and supervisor for members of the St. Petersburg Early 
Intervention Institute professional team, on having edited the research volume 
Early Intervention for Disabled Children In Russia – A Multidisciplinary 
Approach (Alwall 2008), and – currently – on writing a forthcoming book 
dealing with existential aspects of social work and caring. In not being a 
professional carer myself, my perspectives are academic rather than clinical, but 
in all essence my aim is to present them in a way that makes them plausible for 
the professional user. Some parts of the text have previously been used in the 
form of a lecture named “Existential Questions in Early Intervention,” given in 
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August 2007 to a group of Russian, Ukrainian and Byelorussian professionals in 
early intervention. 

In the text, some writings in Swedish are referred to. Realizing that for reasons 
of language, these sources will be unavailable to most readers of this book, I 
have tried to present such references in some detail and – of course – translate 
Swedish quotations into English.  

 
Ethics in Working Clinically with Young Children  

To be a child is to be human in all aspects of the word, but generally speaking 
being a child also means to be inferior (in knowledge, physical strength, 
intellectual capacity, psychological development, etc.) to those who are referred 
to as adults. The concept of a child thus includes an element of vulnerability. 
This can be seen even more clearly in the type of work carried out by EII and 
other similar institutions working with young children with different kinds of 
disabilities. 

It is obvious that many ethical reflections have been inherent in the very 
structure of EII’s work, and in early intervention efforts generally, when such 
efforts function as intended. One important, ethically guided aspect of this work 
is the holistic perspective on the family. The fact that EI practices focus on both 
the child and its closest family – in the words of Michael Guralnick (1997), 
early intervention is “a system designed to support family patterns of interaction 
that best promote children’s development” – gives it an important advantage 
over clinical practices focusing solely on the child, or, which is probably more to 
the point, focusing on the expertise of the professional in relation to the child. 
Why, one may ask, is this more ethical? That question and several others will be 
addressed throughout this chapter. 

Ethical thinking in professional life is often formalized into sets of ethical 
principles or rules of conduct. According to Sarah Banks (2006), such codes of 
ethics can be found in varying forms: 

Some codes are quite detailed and offer guidance about how to act in certain types of 
situation. Others offer general statements of principle with little commentary or 
specific guidance.  

Internationally, there are several codes of ethics to be found in the field of child 
care. One of the most stringent – at least that I am aware of – is the Canadian 
Child Care Federation’s Ethical Principles for Child Care Practitioners, which 
is presented below. These principles do not form a set of rules (or norms) on 
how to act in child care. In other words, they are not being practically oriented 
(saying what to do or how to do things in specific situations). Rather, they 
outline certain values that should guide professional child care, generally as well 
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as specifically. This, however, is a feature this set of principle shares with many 
other codes of ethics in the field of caring or social work. 

My main reason for quoting these principles is that I find them to be quite good, 
i.e., both ethically important and well-turned. So, let me share some brief 
comments about them. One thing likely to strike the reader of these principles is 
that they presuppose a number of modern professional “virtues” in child care, 
such as recognizing the importance of professional teamwork, assuming a 
holistic perspective of the child (recognizing the entirety of his or her life, 
including social relations and emotional bonds), and assuming that professional 
partnerships should involve non-professionals who are close to the child, 
especially parents. Out of my own experience from discussing and reading about 
the situation still prevailing in several post-Soviet societies, such 
presuppositions can rarely be made there. The ideas behind the Canadian Child 
Care Federation’s principles are not to be taken for granted in those contexts. 
Rather, there are some (from a Western viewpoint) basic assumptions about 
child attachment, development and communication which still need to be 
addressed (and, frankly, taught) before such ethical principles can be assumed, at 
least in more than a rhetorical sense.  
  

The Canadian Child Care Federation’s  

Ethical Principles for Child Care Practitioners  

(http://www.cccf-fcsge.ca/practice/ethical%20dilemmas/codeofethics_en.htm): 

 

Child care practitioners: 

1. promote the health and well-being of all children 

2. enable children to participate to their full potential in environments carefully 
planned to serve individual needs and to facilitate the child’s progress in the 
social, emotional, physical and cognitive areas of development  

3. demonstrate caring for all children in all aspects of their practice  

4. work in partnership with parents, recognizing that parents have primary 
responsibility for the care of their children, valuing their commitment to the 
children and supporting them in meeting their responsibilities to their children  

5. work in partnership with colleagues and other service providers in the 
community to support the well-being of children and their families  

6. work in ways that enhance human dignity in trusting, caring and co-operative 
relationships that respect the worth and uniqueness of the individual  

7. pursue, on an ongoing basis, the knowledge, skills and self-awareness needed to 
be professionally competent  

8. demonstrate integrity in all of their professional relationships.  
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The “partnership with parents” mentioned here is an important feature linking 
these principles clearly to the ideas underpinning early intervention initiatives. 
Generally speaking, the child’s parents are the persons who make the greatest 
efforts and sacrifices for the well-being of the child. It is also they who have the 
strongest and most persistent interest in the best possible development of the 
child, and a professional strategy involving the parents is essential in order to, to 
quote Natalia Baranova (in Alwall 2008:100), “create a base from the emotional, 
relational and cognitive standpoints, allowing the child’s growth and 
confirmation as a ‘person’ and a social being in all aspects”.  

Thus, for a professional to work with the parents rather than facing them from 
“above” – as expert – makes the parents justice at the same time as it increases 
the chances of a successful working relationship and, thus, treatment for the 
child.  

The parents’ wishes for the well-being of a disabled child are, fundamentally 
speaking, no different than the wishes shared by any parent of any child. The 
differences lie in the increased anxiety the disabled child’s situation causes the 
parents, as well as in the time and efforts demanded to care for the child. 
Furthermore, parenting a disabled child is to be existentially vulnerable, in many 
cases more so than with a normally functioning child. What this means is a 
question that will be returned to later in this chapter. 

 
Existential Questions  

Existential questions deal with the very nature and meaning of human life. All 
human beings who are not devoid of a working intellect (due to illness, injuries 
or other dysfunctions) consider their human existence, or at least aspects thereof. 
In that sense, existential questions are ever-present in man. Our inclination to 
ask such question is, in fact, a fundamental aspect of our human nature. 
However, for most people such questions are brought to the fore in certain 
situations rather than constantly. Existential questions surface – and find their 
formulations – when the existence is for some reason not entirely obvious. 
Therefore, when the term “existential questions” is used in the following, it 
means questions relating to what it means to be a human being – particularly in 
relation to situations when existence (“life”) is challenged in different ways – 
and what we as human beings think and do to attribute meaning to such 
situations and experiences. 

That is my working definition of existential questions, trying to say something 
about their essence and scope, although – obviously – not giving an exhaustive 
description of their variation or of the situations in which such questions occur. 
Some such issues will, however, be dealt with more extensively in the following 
sections.  
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DIMENSIONS OF EXISTENTIAL QUESTIONS: GENERAL, PERSONAL, AND 

SOCIAL 

To ask what the purpose and meaning of human life is, or what will happen after 
death, is to pose general existential questions. To ask the equivalent questions 
about your own life and self is to pose personal existential questions. In personal 
existential reasoning, the fundamental question is that of the self: “Who am I?” 
It is a question of identity, and of the significance, position and value of one’s 
own life. 

Thus, existential questions seem to hold two fundamental dimensions – the 
general and the personal. Often enough, both dimensions are to be found in one 
and the same question, but it may still be important to grasp the difference 
between them if you truly want to understand what another person means. Many 
professionals, who in their line of work are consulted by people for therapy or 
support, bear witness of clients confronting them with questions of a seemingly 
general nature, although the experienced professional will realize that behind it 
lies a question of a much more personal kind. Such questions may be ethical (“Is 
it right to…?”) or they may concern factual things within the presumed 
knowledge of the professional (“Is it common to…?” or “Is it unnatural to…?”).  

One reason why personal existential questions may become dressed in general 
terms is that for many people, there is something awkward about being caught in 
existential thinking. Sharing your personal existential thinking with others points 
to a certain vulnerability on your behalf. Generally speaking, people want to feel 
whole and sane, and they want to be looked upon by others in that way. When 
we pose existential questions – or, rather, show others that we are posing them – 
we expose ourselves. In looking for the answer to the question of our own 
identity, and beginning to formulate that answer in a way that makes it open to 
other people, we also open ourselves to their identification. One could even say 
that in doing that, we force others to state their existential questions and answers 
– and to do that in relation to ourselves. The seeking of my own identity is, at 
least when it is done openly, a challenge to others. 

The vulnerability involved in asking existential questions is in part due to the 
fact that such questions are so personally fundamental. By this I mean that since 
they concern the very basis of my existence as a human being, answers to such 
questions run the risk of causing me damage; they may, sometimes 
instantaneously, alter my understanding of the meaning of life and my own 
identity, and by that drastically change my self-perception, deprive me of my 
lust for life, etc. Their sensitiveness is, however, also a product of their strong 
social dimension. This is, I would claim, the third dimension of existential 
questions, besides their general and personal dimensions. The social dimension 
means that in our search for answers to existential questions, we tend to relate 
our answers to the answers other people – who are important to us – have stated. 
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It also means that our own search for existential answers affect other people’s 
answers and, consequently, the relationships and the social balance of our life-
world. 

To sum up, existential questions are not only either general or personal; they 
also have something to say about – and, in turn, influence – our social setting. In 
other words, existential questions are not just about life in general or one’s own 
self but also about the social we that all individuals are part of and relate their 
own existence to. 

 
ETHICS, RELIGION AND EXISTENTIAL THINKING 

Some existential questions draw near to ethics, some to religion. When asking 
about the meaning of life or what happens after death, these questions are often 
asked with a religious reference in mind, i.e., a notion that the meaning of 
human life is something that exists external to that life, in a thought or plan 
conceived by a superior being (God), and that the same superior being offers 
another form of existence after death. Existential and religious perspectives are 
in constant dialogue, but I believe it would be wrong to equate them with one 
another. The distinguishing feature of existential questions is that they deal with 
the conditions of human existence in its widest sense. The scope of religious 
thinking certainly includes parts of this, but it is also somewhat different. 
Religious groups and traditions claim the preferential right of interpretation for 
many such questions, but such claims are constantly rejected by other groups 
and other traditions – as well as, of course, by individuals. The existential 
questions remain, even after religion has delivered its answers to them. 

The same goes for ethics. To ask what signifies a good life is to ask an 
existential question, but it is a question that can easily be reformulated into a 
question of right or wrong, morality and immorality, and which presupposes the 
relevance of ethical judgments (or at least of an ethical consideration). 
Therefore, ethics, like religion, is a companion of many existential questions. 
But they should not be mistaken for one another. 

 
Existential Thinking: Considering the Human Condition in Challenging 

Times 

The following sections will deal with some of the situations in which existential 
thoughts are elicited. What such situations seem to have in common is that they 
involve change. Situations when existential questions become acute are most 
often – if not always – situations of development. 
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DEVELOPMENT AND CRISIS 

It may be hard to draw a line between development and crisis. A crisis is, one 
could say, the prelude to change (or the sudden awareness that a change has 
occurred or is unavoidable). The Swedish psychiatrist Johan Cullberg writes, in 
considering human crises, that  

[situations] triggering a state of crisis may, in principle, be of two kinds – even if they 
are in practice often intertwined. 

It can be sudden and unexpected external pressures – like the death of someone close, 
financial ruin or suddenly being let go from your job – causing a threat to your 
physical existence, your social identity and security or to your fundamental capacity to 
meet fulfillment in life. Such reactions, with obvious, external causes, are called 
traumatic crises (trauma = blow, injury). 

Crises may also be caused by such outer events that fall under the categories of the 
normal, but that in certain specific cases may still become overwhelming: to have a 
child, to enter work life after having stayed home, to become retired etc. Such crises 
are sometimes called developmental crises or life crises. /…/ Those life crises are 
often more difficult to delineate and more complex than the traumatic crises. (Cullberg 
2003:19; my translation) 

It is obvious that both kinds of crises are related to change. Even if the latter 
type of change (“life-span changes”) can be seen as predictable and “natural”, it 
often means adjustments to life that can be exceedingly difficult to handle. As 
existential crises, both types are associated with a reorientation in the life of the 
individual, and often with a re-evaluation of things one has previously regarded 
as true or comforting facts of live. 

As will be shown, many parents experience the birth of a disabled child as 
entering both kinds of crisis at the same time. 

 
A LIFE COURSE PERSPECTIVE 

In my attempt to define “existential questions”, it was mentioned that such 
questions play a particular role in situations when life is in some way 
challenged: when something fundamentally important changes in life or when 
we are faced with difficulties that previous experiences cannot really help us 
handle. The types of situations referred to here do not have to be dramatic 
(although they may of course be so). Existential questions are triggered not only 
in situations of crisis but also, for example, when we as persons move through 
different stages in life. Therefore, it seems reasonable to speak about existential 
questions in relation to, for example:   

--- Childhood 

--- Adolescence (becoming an adult) 

--- Finding a partner 
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--- Having a child/children 

--- Ageing 

--- Illness 

--- Death 

To study human conditions and development in a life course perspective, which 
lately has become a major theme in research and education, involves shedding 
light on how existential thinking changes through different stages in life.  

In the words of one of the founders of this theoretical perspective, Glen H. Elder 
Jr., the life course perspective has been “conceived as both a concept and a 
theoretical orientation for the study of individual lives and age cohorts. As a 
concept, the life course refers to an age-graded sequence of events and social 
roles that is embedded in social structures and history” (Elder 2007). In research 
and professional discourse, different attempts are made to highlight the kinds of 
help and support people need in dealing with their existential questions 
throughout the life course. There are, for example, obvious differences between 
talking to children or teenagers reflecting over their lives and to have an 
existential conversation with a person of old age, drawing near the end of life. 
But yet, irrespective of age and situation in life, many of the basic elements of 
existential thinking are present in everyone’s reflecting over their life. Young 
children, too, think about their situation and who they themselves are, even if 
their images and conceptions naturally are different than those of an adult.   

Pondering a human life also involves thinking about the limits of that life. The 
mystery of death is among the central, eternal existential questions. Sometimes 
this question is viewed as the very nucleus of human life contemplation. What 
does it mean for us as human beings that we are mortal (and conscious of our 
mortality)? And death itself: What does it mean? Is death the end, or is there 
something after death for us to look forward to – or perhaps fear? Around these 
questions, people’s thoughts have circled for centuries, and countless attempts 
have been made to describe the meaning of death and what we may expect after 
death. Still, when it comes to that question – as well as other existential 
questions – the general view would probably be that we can know nothing with 
certainty. This is one of the reasons why existential questions are proclaimed to 
be “eternal”, i.e., possible for generation after generation to brood over. It is the 
uncertainty and lack of definite answers that constantly engenders new thought 
and makes these questions so inescapable.  

One of the most significant themes involved in existential thinking concerns 
what a human being is – in relation to one’s life course, to health, sickness and 
other challenges in life. Since the question involved in all existential thinking is 
that of meaning, a major theme in such thinking concerns how we can attribute 
meaning to situations of crisis, grief, loss, etc. Closely related, we find the 
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question of what is a good life – linking existential thinking to the ethical – and 
the understanding that the answer to that question is always a matter of 
contextuality. A “good life” may mean different things in relation to childhood, 
adulthood, parenthood, health or sickness. Changing circumstances in life give 
new perspectives on what is a good life – on what we require to feel content, 
secure and, yes, happy – and going through a crisis often causes a radical 
reformulation as to its meaning. Still, what remains fundamentally human is the 
continuing search for meaning, identity and belonging. 

 
WHEN SOMETHING BAD HAPPENS 

To be hit by something bad – like an accident or a painful loss – is a shocking 
and life-shattering experience. Why is it so? One reason is that tragedies 
occurring to us do severe damage to our meaning-systems.  

When something bad happens, people generally try to find a message. 
Something or someone (they assume) is trying to tell them something. 
Something or someone is pointing a finger at them, saying “Hey! This happened 
to you”. So the question must follow: “Why me?”  

In psychological terms, what happens could be seen as a kind of regression. It is 
the child’s question – “WHY? WHY? WHY?” – which is also the eternal 
question when we want to grasp the reason behind something incomprehensible. 
In a most fundamental sense, this question has to do with meaning. When 
something that seems completely meaningless happens, we try desperately to 
understand it. In such cases – because they are not trivial to us, rather the 
opposite – we refuse to accept meaninglessness. There must be something there 
to understand. One common reaction is “What have I done wrong? What have I 
done to deserve this?”, i.e., a cry for meaning in terms of justice. This 
corresponds to what anthropologists and theologians call a magical thinking, 
based on the assumption that all of creation is constructed around actions, 
rewards or retributions.  

In more advanced religious thinking, it is realized that the relationships are more 
complex than this. In his book When Bad Things Happen to Good People, the 
American rabbi Harold Kushner starts by telling the story of how his son, Aaron, 
was diagnosed with a rare genetic disorder referred to as progeria (or rapid 
ageing), causing his death at the age of 14. The experience of his son’s suffering 
and death, and the effects it had on himself as a theologian and pastoral 
counselor, led Kushner to write his book. In it, he draws the conclusion that “we 
could bear any burden if we thought there was a meaning to what we were 
doing”. That is, even the worst pain or anguish may become bearable if we can 
include it in a system of meaning that makes sense to our bearing it. One basic 
point Kushner makes in his book is that tragedies hitting individuals or groups 
of people are not “meaningful” in themselves (putting it – as he does – in 
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religious terms, “they are not sent by God as part of some master plan of His”). 
Rather, they can become meaningful in the process of managing them: 

[The] bad things that happen to us in our lives do not have a meaning when they 
happen to us. They do not happen for any good reason which could cause us to accept 
them willingly. But we can give them a meaning. We can redeem these tragedies from 
senselessness by imposing meaning to them. The question we should be asking is not, 
“Why did this happen to me? What did I do to deserve this?” That is really an 
unanswerable, pointless question. A better question would be “Now that this has 
happened to me, what am I going to do about it?” (Kushner 2001:182) 

I have claimed that existential questions are often provoked by situations in 
which life is challenged. It may be situations of crisis, grief or loss. In such 
cases, the questions may hold religious or ethical references, such as “Has this 
happened to me because God wants it?” or “Is this the punishment for my 
sins?”, but the basic question is still existential and could be framed “Why?” 

To ask this question in a situation of crisis is not the same thing as a 
philosophical contemplation of the meaning of life. In the latter case, what is 
asked is a question of general significance. In the situation of crisis, the question 
is born out of despair; it regards the situation here and now, and is part of the 
struggle for the survival of the self. To associate existential questions with 
psychological crises is therefore partly misleading. Such crises become 
existential because they suddenly and relentlessly provoke the existential 
questions. However, the abode of existential questions is not the crisis but life 
itself.  

 
PARENTING A DISABLED CHILD – EXISTENTIAL LESSONS 

In her account of parents’ stories about their experiences of having a disabled 
child, Marina Emets quotes a mother who is addressing her life and notions of 
the future:  

It is hard to think about the future, I try not to do that, I try to persuade myself that all 
will be as it is destined to be. I would so much like to hope she will make some 
outstanding progress, but in order not to get disappointed and not to engage in self-
deception I sort of try not to think about it. I do what I can and I am now taking one 
day at a time. (Alwall 2008:87f.)  

The stories of this mother and other parents illustrate how the birth of a disabled 
child causes a radically changed life situation that the parents try to deal with 
and attribute meaning to.  

In the work leading to her doctoral dissertation, the Swedish psychologist Bim 
Riddersporre (2003) followed ten couples, all having become parents to children 
with Down syndrome, during their first year as parents. These parents all  

encountered the special challenge of being a parent to a handicapped child – managing 
two kinds of parental duties simultaneously. One duty is to behave like all parents and 
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take responsibility for the child’s care and development. The other is to address the 
needs connected with the child’s disability. (Riddersporre 2003: 177) 

Generally speaking, parenting a disabled child means going through different 
phases: of happiness, grief, and worry; of attaching to or not feeling able to 
attach to the child; of feeling hope, despair, or lack of concern, etc. These phases 
are similar to – or, rather, the same as – those that any parent is likely to go 
through, but the emotions involved in and the existential thinking motivated by 
the process are likely to become intensified. The shifts of emotion experienced 
by those parents are likely to be stronger, and starting earlier in the process, than 
is generally the case with “any parent”.  

It is obvious from the parents’ accounts that one significant turning point was the 
moment when they became aware that there was something different or “wrong” 
about their child. As one of the parents interviewed by Riddersporre said:  

I was so happy the first hours after the delivery. When I found out that they suspected 
Down syndrome, there was just a big black hole left. (Ibid.) 

Soon after this experience, the parents of disabled children go through phases of 
changed expectations, trying to attribute new meanings to the notion of 
parenthood:  

The parents had planned for a child and for taking care of it. Now there is a child and a 
need for parental care, but the parents have already realized that their duties are and 
will be different from those they had planned for. (Riddersporre 2003:179) 

An important feature in existential thinking – particularly surrounding life-
altering experiences such as having a disabled child – is ambivalence. Wanting 
something, and at the same time not wanting it, shifting between opposites – in 
attitudes and emotions – and between notions of belief and non-belief (i.e., 
doubting) are fundamental human experiences. Having a disabled child is a 
situation where ambivalent feelings are likely to occur and reoccur, because the 
“natural” (i.e., expected) response to having a baby – parental love and affection 
– becomes challenged by the problems the child’s disability are presumed to 
cause.  

It has been the experience of many Russian parents of disabled children that 
others, including doctors and other professionals, have told them to abandon 
their child, have it placed in an institution, try to forget about it or go home and 
make a new, “real” baby (for examples of such or similar “advice”, see Alwall 
2008:70, 97 & 149). The strength shown, in such situations, by parents who 
decide to keep their baby, care for it and love it, is admirable. However, it is not 
surprising that their decision will be accompanied by emotions of ambivalence. 
The existential challenge of not becoming what you had anticipated and been 
longing for is very similar to that of losing something important that you already 
have. In that sense, the birth of a child may appear as the loss of a child, because 
what disappears is the prospect of what being a parent will be like. What you 
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lose is, in other words, the vision of yourself as a parent to a child whose 
affection you can feel and whose development you can look forward to; a child 
you can adore, a child that will make you proud; and a parenthood that will earn 
you station and respect in the eyes of others. 

 
Ethical and Existential Thinking: What’s in it for the Professional? 

The professional roles involved in early intervention all deal with the complex 
relationships between the child, his or her immediate environment (family), and 
the professional circumstances involved in processes such as assessment, 
treatment/habilitation, and providing help and support. In concluding this 
chapter, I will focus on some of these professional aspects.  After discussing 
what may be existentially and ethically relevant in relation to the disabled child, 
I will give some concluding suggestions as to what could be seen as an 
existential basis for professional ethics in the field of early intervention. 

 
THE CHILD 

It was argued earlier, that in comparison with an adult a child is just as much a 
human being, only smaller and more vulnerable. We all have images of what a 
child’s development into becoming an adult should be like, and behavioral 
science has equipped us with elaborate schemes of what developmental steps 
this process is supposed to include, when they will occur, etc. Disabilities, 
particularly severe or multiple disabilities, put such conceptions under question.  

One of the most important goals of early intervention is to help develop parent-
child communication. It is, it has been claimed, impossible to meet someone 
without communicating. That is, you communicate even when you show a lack 
of communication. To a sociologist, this is a sort of á priori assertion. Claiming 
that man is a social being – that communication with others is essential in all 
human experiences, and that it is only through interacting with others that we 
become truly human – is so evident that it hardly needs to be said. 

But what about persons who are so severely challenged in terms of 
communication abilities that others never understand their ways to 
communicate? If a person in isolation – voluntary or not voluntary – is not 
human, then what is he? I see these questions as a call for an ethical choice. A 
professional involved in early intervention must have made a decision that 
human life has a value that goes beyond all abilities, i.e., that goes beyond what 
is “given back”. In working with young children – and especially young children 
with disabilities – there are constant encounters with persons who more or less 
lack such abilities. Many prejudices against persons with disabilities are based 
on – or lead to – the notion that these children are less human, or human in a less 
considerable way. But what is important from a perspective of professional 
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ethics is to turn the argument. Someone, like a disabled child, who is less 
conscious or less communicative than the average person, is not less human. 
Rather, my responsibility – as a person of consciousness and in possession of 
communicative skills – is greater towards that person. Because with 
consciousness comes responsibility. 

There are some noteworthy accounts made by people with disabilities who as 
children had been considered severely retarded and uneducable but who have 
later been able to tell their stories, and write and lecture about their experiences 
and reflections. Among such stories I want to mention one Russian and one 
Swedish example: Ruben Gallego and Iris Johansson. They have both written 
books about their childhood suffering: Gallego (2006), born with cerebral palsy 
and a victim of the Soviet system of institutions for disabled children, where he 
spent his entire childhood and youth; and Johansson (2007), growing up as an 
autistic child in a large family in a rural district of Sweden, where she was seen 
as an unintelligible child: retarded, psychotic or simply disorderly (no-one 
knew). Their stories are both disturbing to read, but also contain some important 
gleams of hope. In Gallego’s words: 

I've witnessed too much human cruelty and hate. To describe the vileness of man's fall 
and bestiality is to multiply the already endless chain of interconnected blasts of evil. 
That's not what I want. I write about goodness, triumph, joy and love. 

The hope conveyed comes from people who are able to see the children and – 
albeit in Gallego’s case only for brief moments – show them tenderness. In Iris 
Johansson’s case it is her father’s love and patience that helps her begin to open 
the mental shell in which her autism has held her encapsulated. She begins to 
embrace the “ordinary” world, gradually leaving the “real” world which was her 
own as a child. 

Both books give invaluable insight into the existential worlds of people with 
disabilities, growing up in unsympathetic environments but developing an 
understanding of their own selves that in the end help them cope and develop. 
Gallego’s image of himself as a hero without hands or feet is an image of 
strength, not of defeat.  

 
PROFESSIONAL ETHICS IN EARLY INTERVENTION (AN EXISTENTIAL 

PERSPECTIVE) 

I hope that the discussion so far has led the reader to accept my conclusion that 
an ethical orientation in early intervention should be based on an existential 
awareness, an awareness of what it might be like to be a child with disabilities 
or the parent of such a child.  

Being existentially aware is not just a personal thing, i.e., it is not something that 
just relates to one’s own experiences. Existential awareness in this sense is not 
primarily about understanding yourself but about understanding others. But such 
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awareness will have to be based on your own experiences of being existentially 
reflecting – and existentially vulnerable. Understanding and recognizing that 
capacity in yourself, you are also more likely to recognize it in others, even in 
cases where the signs of it are rare or feeble.  

From a professional perspective, I would argue that an attitude of existential 
awareness is essential for the performance of a work of high professional quality 
and ethical standards.  In this sense, existential awareness involves a number of 
capacities, such as empathy or support. It can also be seen as fundamental for 
developing professional virtues related to an ethic of care, such as 
connectedness, communication and relationship (see Banks 2006:58-61). All 
these capacities (or “virtues”) are aspects of relating oneself to others as 
patients, clients, or co-workers, but on an even more fundamental level they are 
aspects of relating to others as fellow human beings. An existential awareness 
means seeing others – be they healthy or sick, normally functioning or disabled 
– as human beings in the same fundamental existential situation as oneself. Here 
I would also claim – in agreement with Kierkegaard’s words quoted in the 
beginning of this chapter – that the ability to empathize with other people is the 
most significant key to helping them when they are in need. 

In early intervention – where among “the others” are young, vulnerable children 
but also vulnerable parents – this awareness is probably an even more important 
professional feature than in many other kinds of health care, pedagogical or 
social work. I claim this because early intervention involves so many – and so 
complex – existential questions and responses, and because it involves an 
unusual complexity of roles, far transcending the ideal-typical dichotomy of 
“givers” and “receivers” of care.  

Therefore, and finally, there could be reason to return to the above-mentioned 
Ethical Principles for Child Care Practitioners of the Canadian Child Care 
Federation and the stress that document puts on partnership (with parents and 
with “colleagues and other service providers in the community to support the 
well-being of children and their families”). Marina Emets (in Alwall 2008:65ff) 
stresses the need of EI programs to achieve the involvement of parents as equal 
partners and to create understanding of the needs of parents as well as those of 
the child. In this process, the professional roles involved need to be both 
specialized and integrated: 

[The] parents are viewed as members in an interdisciplinary team and “deposit” in the 
successful work with the child. Interdisciplinary evaluation builds on knowledge 
exchange between the specialists during different periods of work with the family and 
the child. The relations between the specialists of different fields are built on equal 
terms. /…/ Besides the evaluation of the child, the abilities and needs of the family 
where the child grows up should be taken into account in building an early 
intervention program. 
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The ethical and – as we have seen – existential challenges involved in early 
intervention call for an attitude where all involved parties see each other, not just 
as complementary but as essentially the same, all sharing the same fundamental 
human conditions. If this position seems naïve, just consider the question of who 
is the expert: the professional, with an academic degree and clinical experience, 
the parent, who lives with the child and follows its every move – or the child 
itself?  
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7.  Teamwork in the Field of Early Intervention 
  
  

Kenneth Sundh & Natalia Baranova 
 

 
Introduction 

There is no doubt that a high standard of treatment in early intervention is 
determined by numerous variables that have a reciprocal influence on each 
other, and consequently it is difficult to make any claims as to the significance 
and effect of particular factors contributing to the general standard of quality. 
Based on a literature review and clinical experience our belief is that teamwork 
seems to be one of the most important themes to understand the dynamic and 
potential of early intervention.    

The efficiency and quality of EI services are determined not only by the 
competence and professionalism of the staff, but to a large extent by the style 
and structure of the organization in the centers: by the cooperation among the 
therapists in the interdisciplinary team, management, planning and 
implementing different stages of work, the form of cooperation with families 
and other centers, as well as the organization of outpatient treatment and mobile 
services. As regards the degree of success of treatment, this also means, in 
particular, the need to determine what conditions help or hinder organization in 
the centers. This question has, so far, rarely been dealt with, although it plays a 
vital part in the running of the centers.  Much has been written about the 
conceptual basis of different team approaches, including their premises and 
elements, but information is lacking about service delivery from a practitioner’s 
perspective (King 2009; Peterander 2003).  

EI professionals became aware of the need to examine the process of team 
functioning and prepare professionals to become team members and team 
leaders several years ago.  For EI services in Russia and Byelorussia the team 
approach was the basis for developing the model of EI programs. For some of 
them teamwork was the aim and means at the same time.  

Most of the EI teams are composed of professionals representing a variety of 
disciplines: special education, social work, psychology, medicine, and physical, 
occupational and speech and language therapy. Team members share common 
tasks including the assessment of a child’s developmental status and the 
development and implementation of a program plan meeting the assessed needs 
of the child and, sometimes, of the family. Teams also involve the family in 
varying ways and degrees (Woodruff & McGonigel 1988). 
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In this chapter we will discuss two themes. The first theme is related to 
elements, benefits and challenges with different service models. We will focus 
on communication between different disciplines and parents’ involvement in the 
assessment process. The second theme is related to service effectiveness and 
cost-effectiveness in early intervention and the impact on teamwork. We will 
focus on the use of a primary team member. In both themes we will illustrate 
and relate to the work done by the teams in the cities. 

 
Service Models and their Implications for Teamwork 

Three services delivery models that structure interaction among team members 
have been identified and differentiated in the literature: multidisciplinary, 
interdisciplinary, and transdisciplinary models (Fewell 1983; Linder 1983; 
Peterson 1987).  

In multidisciplinary teams, professionals from several disciplines work 
independently of each other (Fewell 1983). Although multidisciplinary team 
members may work together and share the same space and tools, they usually 
function quite separately. EI teams using this approach usually conduct 
assessment in which the child is seen and evaluated separately by each team 
member only in his or her own area of specialization. Upon completion of the 
assessments, team members develop the part of the service plan related to their 
own disciplines, and then each member implements the resulting intervention 
activities. This in turn can lead to fragmented services for children and 
confusing or conflicting reports to parents. 

Another concern about the multidisciplinary model is the lack of communication 
between team members that places the burden of coordination and case 
management on the family. In contrast both interdisciplinary and 
transdisciplinary teams develop a case management plan that coordinates both 
their services and the information that is presented to the family.  

The multidisciplinary approach signifies traditional health care and social care 
systems in post-Soviet countries. Polyclinics, children’s hospitals, social and 
rehabilitation centers follow this model providing services for children and 
sometimes for their families. Parents play quite a passive role; they are usually 
viewed as clients, not as team members. Interaction between professionals based 
on the formal referrals and communication often build only on exchange of 
written information in the medical cards.  

The difference between multidisciplinary and interdisciplinary teams lies in the 
interaction among team members. Interdisciplinary teams are characterized by 
formal channels of communication that encourage team members to share their 
information and discuss individual results (Fewell 1983; Peterson 1987). 
Regular meetings are usually scheduled to discuss shared cases.  
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Representatives of various professional disciplines separately assess children 
and families, but the team does come together at some point to discuss the 
results of their individual assessments and to develop plans for intervention. 
Generally, each specialist is responsible for the part of the services plan that is 
carried out by a single staff member with scheduled consultation or therapy from 
other specialists on the team. Interdisciplinary teams are composed of parents as 
well as professionals representing several disciplines.   

Although this approach solves the problems associated with multidisciplinary 
teams, some authors think that communication and interaction problems still 
exist within interdisciplinary teamwork (Fewell 1983; Linder 1983). It has been 
stated that in order for an interdisciplinary team to be successful, members must 
recognize and accept each other’s differences. This requires an atmosphere of 
acceptance of different skills; acceptance in differences in approach; willingness 
not to try to know everything; an ability to call on others for assistance and 
ongoing knowledge building and non-threatening opportunities for discussion in 
these areas. 

A starting point for the development of EI services in Russia was new principles 
such as an interdisciplinary approach and involving parents as equal partners in 
the planning and realization of the intervention programs. Since the moment of 
forming the EI team, the process of developing interdisciplinary models starts.  
Since the beginning practitioners at EI services are faced with the task of 
reconstructing their roles with the families of children with disabilities from 
independent and child-focused interventionists to members of family-centered 
teams that let them provide high quality programs.    

The EI team in Archangelsk functions as a successful interdisciplinary team. All 
team members share the same ideology; they use a common language even 
though team members represent different professions: doctors, speech therapists, 
psychologists, social workers and special educators. On a weekly basis the team 
members have common meetings for discussing the cases and inner seminars. 
The leader of the team tries to keep a high quality to the teamwork. She 
encourages specialists in the team to develop their professional knowledge, each 
professional choosing a “research theme” to prepare materials (literature review) 
for and to present to the other colleagues. Depending on the problems of the 
child and the family, specialists build different strategies for intervention 
programs. Usually a key specialist is chosen as a main contact person for a 
concrete family. She (early intervention team members are in most cases female) 
involves other team members both as co-therapists or consultants. Team 
members often provide joint sessions, where two specialists meet the family and 
work as a couple. Each specialist has a specific role in the process of 
intervention, for example in assessment, but they make decisions about the 
individual plan together.  The team has formal rules regulating communication, 
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but at the same time specialists estimate their cooperation between each other on 
a high level, because they have many informal relations.   

The transdisciplinary approach attempts to overcome the confines of individual 
disciplines in order to form a team that crosses and recrosses disciplinary 
boundaries and thereby maximizes communication, interaction, and cooperation 
among team members. Since families have the greatest influence on their 
children’s development, families are seen as part of the transdisciplinary team 
and are involved in setting goals and making programmatic decisions for 
themselves and their children. All decisions in the areas of assessment and 
program planning, implementation, and evaluation are made by team consensus. 
Although all team members share responsibility for the development of the 
service plan, it is carried out by the family and one other team member who is 
designed as the primary services provider.  

Another characteristic of a transdisciplinary team is that team members accept 
and accentuate each other’s knowledge and strengths to benefit the team, the 
child and the family (Lyon & Lyon 1980). Staff development in the form of 
mutual training may occur at three increasing levels of complexity: sharing 
general information, teaching other to make specific judgments and teaching 
others to perform specific actions.  

Even if the team uses the interdisciplinary approach as a basic organizational 
principle it demands efforts from each team-member and a team leader to 
achieve the level of successful interdisciplinary teamwork. There are a variety of 
factors affecting this process and its results. Therefore, an evolution from an 
interdisciplinary to a transdisciplinary model of team interaction is possible only 
under specific circumstances, such as a continuum of the team composition. In 
fact, the border between “high functioning” interdisciplinary and 
transdisciplinary models is quite imponderable. 

Although these three forms of team interaction are frequently compared, another 
productive way of looking at them is to consider them as points of continuum, 
moving from less to more interaction among disciplines and moving from 
parents as clients to parents as consultants. The team becomes truly 
transdisciplinary in practice when members give up or “release” intervention 
strategies from their disciplines, under the supervision and support of team 
members whose disciplines are accountable for those practices. The role release 
process therefore involves sharing of expertise; valuing the perspectives, 
knowledge, and skills of those from other disciplines; and trust – being able to 
“let go” of one’s specific role when appropriate. Role release also occurs with 
respect to the family (e.g., parents can be educated about appropriate activities 
to incorporate into daily routines) (King 2009). 

The Minsk EI team functioned, at the moment of evaluation, more as 
transdisciplinary team. The composition of the team – including a doctor, two 
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psychologists and two speech therapists – had been constant since the beginning, 
and the team was based on an interdisciplinary approach. All team members 
took part in trainings and supervisions and together participated in different 
projects. It was a period of time in developing of the teamwork when 
professionals worked closely together. Like their colleagues in Archangelsk, 
they often worked in couples supporting each other. But enduring joint work and 
joint trainings led to a transition of the model of teamwork. In the last couple of 
years specialists have preferred to work as single professionals, where one 
specialist works with a family as primary service provider, involving colleagues 
more like advisors and less as co-therapists both in the assessment process and 
realization of the intervention plan. There are no scheduled formal meetings 
where specialists discuss their cases. They do not see necessity in formal 
meetings because they manage to make decisions quickly by just discussing 
questions in between meetings with families or afterwards, in the evening. 
“People need formal meetings if they cannot solve the problem, we don’t have 
such problems, and we have learnt to understand each other and to find solutions 
quickly in an informal way”.  

But at the same time the Minsk professionals noticed that they have some 
weariness of each other and of a communication that may sometimes seem too 
close: they know what their colleagues in the team tell to the families, because 
they have participated in the same educational seminars, so the knowledge is 
more or less the same. Specialists spend a lot of time together in an informal 
environment when they travel, participate in seminars or provide educational 
courses for other professionals. They also use this time for discussions and 
global planning of the activities. 

A transdisciplinary approach is often recommended in the literature as the most 
sound, logical, cost-effective and valid system for offering coordinated and 
comprehensive services to infants and their families. It is also regarded as 
evolutionary for EI teams who, with experience and training, learn to increase 
interaction among members and among disciplines (Woodruff & McGonigel 
1988). But in practice most of the EI teams follow an interdisciplinary approach. 

   
Service Effectiveness and Cost-Effectiveness and their Implication for 

Teamwork 

The assessment of team effectiveness has also received much consideration in 
the literature. Researchers have described three sets of criteria for assessing team 
effectiveness: team performance, team viability and team satisfaction. Other 
researchers have described these criteria as well as additional criteria that are 
associated with corresponding organizational benefits (e.g., staff retention, 
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absenteeism, innovation, mental health, cost effectiveness of care) and positive 
outcomes for team members and recipients of team-based support.  

Bell (2004) also reviewed studies and analyzed the effects of team design 
variables on team effectiveness. The studies she examined investigated the 
effects of individual characteristics of team members and the effects of team 
tasks and team structure (i.e., distribution of authority, team size, 
interdependence of team members, and degree of self-management) on the 
overall effectiveness of teams.  

A particular caution stands out in terms of the length of team membership and is 
the basis for the characteristic of assigning children and families as well as 
practitioners to the same team when using a primary coach approach to teaming. 
To use one person as the primary contact between team members and families is 
not new, but the concept of primary services provider (i.e. primary coach) has, 
however, not been well defined.      

When using the primary services provider model, the concept of shared services 
coordination can be implemented. Under this model the assigned services 
coordinator may or may not conduct all service coordination activities. Rather 
than the service coordinator, the primary services provider may conduct those 
activities associated with coordinating and monitoring the delivery of services 
required by the EI program and assisting the family in identifying and gaining 
access to other community resources that are needed to support the family. 

Several studies from the medical field have identified the benefits of the use of a 
“key worker” as the single portal of contact for families. These benefits include 
better partnerships between families and service organizations, higher family 
morale, less family isolation and feelings of burden, improved recipient of 
information, fewer unmet needs, and increased family-centeredness of services 
and found more positive effects on family well-being when one practitioner was 
involved with families of children with disabilities rather than multiple providers 
(Dunst et al. 1998; Sloper 2004).    

Empirical research of the transdisciplinary model of early intervention presume 
the following benefits of this approach: (a) service efficiency, (b) cost-
effectiveness of services, (c) less intrusion on the family, (d) less confusion to 
parents, (e) more coherent intervention plans and holistic service delivery, and 
(f) the facilitation of professional development that enhances therapists’ 
knowledge and skills (Foley 1990; Sheldon & Rush 2001; Warner 2001). 
However, these presumed benefits have not been extensively evaluated. 
Empirical research on the transdisciplinary model is very much needed (Foley 
1990).  

First, with respect to service efficiency, it has been argued that more children 
can be served because fewer providers routinely see a given child. Instead of 
each child receiving direct assessment and intervention services from each team 
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member, services are funneled through one primary therapist, freeing other team 
members to see other children. The arena assessment has been estimated to be at 
least 40 % more cost-efficient than an interdisciplinary approach for similar 
assessment services. Economic evaluations are required to determine system 
expenditures and societal outcomes associated with this model, both over the 
short- and long-term. Short-term overall costs may be higher, but longer-term 
costs lower and longer-term outcomes superior.  

Secondly, a transdisciplinary approach is considered to be less intrusive because 
parents only need to build one key relationship (Foley 1990) and often only one 
service provider visits the home (Rossetti 2001). There is less repetition of the 
same information to different service providers. Enhanced and streamlined 
communication is therefore considered to be a key benefit for the family.  

Thirdly, confusion is allegedly reduced for parents, since recommendations are 
coordinated and prioritized by the team, which includes the parent. Parents 
know whom to contact when issues arise; however, they may be confused about 
why, for example, a speech-language pathologist is working on their child’s 
physical mobility. The intent and safeguards of a transdisciplinary approach 
therefore need to be repeatedly explained (in writing and verbally) so that 
parents are comfortable with the approach and understand it is evidence based. 
In comparison with center-based interdisciplinary services, home-based services 
provided by one therapist have been found to be associated with lower family 
stress and enhanced infant development (Shonkoff, Hauser-Cram, Krauss & 
Upshur 1992). Child development and parent-child interaction are 
fundamentally intertwined in the early years, and no one discipline is more 
effective than another in providing EI services, particularly for children younger 
than one year of age (Rossetti 2001).  

Fourthly, a transdisciplinary approach fosters a holistic approach to care (Foley 
1990) through the development of more coherent intervention plans and a 
“shared meaning” or a mutual vision among the team and family (Davies 2007). 
The mutual vision and good communication required by this model lead to 
services designed to best meet the needs of the child.  

Lastly, from the managerial perspective, one of the benefits of a 
transdisciplinary approach is that it allows – in fact requires – significant 
professional development. Professional skills and mutual respect are enhanced 
through the use of this approach (Baine & Sobsey 1983; Foley 1990). 

 
Conclusion and Some Critical Remarks on the Transdisciplinary Model 

A team approach has been recognized as essential to quality services since the 
beginning of early childhood education programs. It has been posited that teams 
make better, less biased decisions than individuals and effective teaming can 
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result in improved services. Using a team approach expands the scope of 
information on which to base more comprehensive, adaptive and accurate 
assessment or diagnosis which can lead to functional goals, interventions and 
progress monitoring (Bagnato 2007).  

A coordinated team process where professionals bring perspectives from their 
area of expertise and work collaboratively to assess and plan interventions is 
practical and necessary in order to meet child and family needs. “Teamwork 
relies on a process of collaboration in which professionals and parents share 
common philosophies, use common practices, and work toward mutual goals”. 
A team approach has been recognized as essential to quality services since the 
beginning of early childhood education programs. It has been posited that teams 
make better, less biased decisions than individuals and effective teaming can 
result in improved services. Using a team approach expands the scope of 
information on which to base more comprehensive, adaptive and accurate 
assessment or diagnosis, which can lead to functional goals, interventions and 
progress monitoring. 

Recommended practice in the field of early intervention has long advocated for 
utilizing multidimensional assessment methods when evaluating the 
developmental status and progress of children who have suspected or evident 
developmental delays and/or disabilities. Multidimensional assessment 
approaches rely on the use of multiple methods to gather information (such as 
normative, curriculum-based, judgment-based, and play-based assessment 
strategies) from multiple sources, including parents and other important 
caregivers in a child’s life, in multiple settings across domains of development. 
As a result of the complexity of the tasks inherent in multidimensional 
assessment procedures, a team approach is required. Collaborative team 
decision-making is crucial for the process of synthesizing and integrating 
assessment information so as to produce an accurate and holistic picture of the 
developmental status of a child.  

Practitioners use different tools that foster collaborative team assessment and 
decision making with regard to the developmental status and needs of children 
with developmental delays from 2 to 6 years of age. Many interdisciplinary 
teams have a comprehensive format for structuring assessment data gathered 
from families and professionals, and for reaching collaborative decisions about 
children’s levels of functional capabilities, as well as in planning and evaluating 
EI services. 

As mentioned above the interdisciplinary and transdisciplinary models are close 
to each other, because both of them are based on interaction among 
professionals and involvement of parents as team members. Our practical 
experience shows that EI teams combine different models in their practical 
work. 
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The transdisciplinary model ideally works for EI services for families with 
babies under 1 year. The families prefer not to leave their home with a baby, it is 
easy for them to establish contact with one professional, whose task is quite 
often to help parents interact with their baby with disability or high risk and 
support the family in their attempts to provide better development in the natural 
environment. The home visit seems most suitable and effective from the point of 
satisfaction of the family’s needs.  

But home visits are very rarely used by EI specialists in Russia and Byelorussia, 
because it is very time-consuming. Specialists serve families from the whole city 
and sometimes from suburbs also. That reduces the number of families attended 
during a day and makes home visits very costly.  

The other concern about home-based services is that it reduces social interaction 
for families. Families with disabled children often shame to leave their homes; 
the center-based services give them motivation to come out from their closed 
environment and provide inclusion. For many families EI centers become the 
only place for their children to enjoy interaction with other children, and parents 
get accustomed to be with their children in public places. 

The interdisciplinary model seems more suitable for families with disabled 
children older than one year. Children with specific disabilities should be 
assessed more carefully by different specialists using different tools of 
assessment for drawing the developmental profile of the child. The role of a 
contact person is still very important, but such specialists should coordinate 
other resources for the family more than provide all necessary elements of the 
program shaped to the needs of the families. One specialist cannot provide 
physical therapy and speech therapy at the same time on the same quality level.  

Interdisciplinary teamwork and collaboration in early intervention require that 
professionals adopt a common set of developmentally appropriate standards that 
guide the major activities of screening, diagnostic assessment, individualized 
curriculum planning, progress and program evaluation, and family-centered 
services.  
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8. Communication  
  
 

Marina Emets 
 
 
Native Knowledge 

During the last 30 years researchers have looked into the cots, playpen and 
kindergartens more and more often. A hundred rigorous scientific works about 
how small children think and learn have appeared. These works have radically 
changed the established views about small children, the nature of their 
consciousness and brains. The latest research on developmental psychology 
shows that from the first meeting with people an infant starts perceiving people 
as people. Researchers have proved that newly-born children distinguish human 
faces and voices from other voices and images and prefer them to others. Just 
days after being born children start recognizing faces of people close to them, 
voices and even smells, and prefer them to unknown ones. From the very 
beginning the child is intended to interact with people around it.  

30 years ago the American psychologist Andrew N. Meltzoff made an exciting 
discovery. Children at a very early age imitate different facial expressions. If 
you show your tongue to a child, he will do the same thing; if you open your 
mouth he will open his mouth. Thereby the process of communication between 
people starts from the very first days of life. 

The most interesting thing is that infants are aimed to interact with other people. 
They initially have or they master rather fast a very big set of socially important 
behaviors. The infants cry and smile, and they prefer human faces to all other 
kinds of images.     

 
Typical Infant Development 

Communication and language development is a long-lasting process which starts 
from the child’s first cry. This process is always social; the interaction of two or 
more people is the major and necessary prerequisite for communication.  

During the first year of life the child communicates to meet the main intentions 
like to control behavior, social interaction and joint attention (Bruner 1981). All 
communication intentions of the child are expressed by crying, facial 
expressions, eye-to-eye contact, body movement and signs. The child uses all 
these means of communication before the first words appear (Wetherby et al. 
1988). 
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Parents and infants interact with each other on a variety of levels. The success of 
these interactions determines to a large degree the quality of communication that 
the infant will develop (Rossetti 2001; Sparks et al. l988). Children learn 
language by interacting with other people. There is a wide variation in the rate at 
which children develop speech, language and communication skills. But there 
are several very important facts which make communication successful.  

 
SURROUNDINGS        

Not long ago it was considered worldwide that everything a child needs from his 
mother is good care and concern for his health. Then it would be logical to 
assume that the child loves the mother first of all because she takes care for him 
and feeds him. But this presupposition is not confirmed absolutely. In research 
based on many examined factors (the factors are characteristics of mothers’ 
behavior) it turned out that only two of them are clearly connected with the 
power of child love. The first is the mother’s readiness to help the child when he 
cries, the second is the mother’s wish and ability to communicate and interact 
with the child. 

From the view of attachment theory it is necessary for a child to have a 
“significant adult” and “reliable attachment” for personal development.  

In this period of communication development it is very important that the adult 
interacting with the child can correctly read the communicative signals and 
intentions of the child. The adult’s answer will depend on the signal sent by the 
child. Moreover, as a rule the adult is adapted to help the child discover the 
world. An example of such “adaptation for a child” can be the mother’s speech.  

It has turned out that this widely-spread manner of speaking to children has a lot 
of peculiarities which help children acquire speech and language. When the 
child is small, the speech addressed to him is distinguished by stressed 
emotionality and a great range of intonation. In the mother’s speech the vowels 
and consonants are well pronounced, made longer and these sounds are 
practically the ideal samples of native language sounds. In the mother’s speech 
the sentences are simpler and shorter then in sentences addressed to adults. 
Moreover, in the adult speech addressed to the child, one and the same thing is 
repeated over and over again with small variations. Probably, these main 
peculiarities of mothers’ speech help children acquire the words and grammar 
rules of their native language.27  

                                                 
27 Чистович И., Современные представления о раннем детском развитии, в Нет необучаемых детей! Книга о 
раннем вмешательстве, ред. Кожевникова Е., Клочкова Е. , КАРО, Санкт-Петербург, 2007, стр. 6-28. 
(Сhistovich, I., Modern views on early childhood development, in There are no uneducable children ! The book 
about early intervention, ed. by Kozhevnikova, E., Klochkova, E. KARO, St. Petersburg, 2007.)    
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Another important aspect for successful communication development is not only 
the special type of communication used by a partner but also the child 
understanding and answering in the way he can manage.     

 
ACTIVITY AND PARTICIPATION 

Besides having persons near to the child and adequate surroundings it is very 
important that a child has a possibility to take an active part in the process of 
communication for his successful development and growth. 

From all points of view communication with people is the only way to learn to 
behave like a human being. It is possible to acquire human communication 
including language only from people. It is possible to learn to use a knife and 
fork only having food with the adults. It is possible to understand how people 
express happiness, misfortune or anger only by interacting with people around. 
The existence of a close caregiver who intends to take care of a child and to 
communicate with him in early childhood is the guarantee to successful child 
development, not only during childhood but also in transferring to adult life.  

 
BIOLOGICAL FACTORS  

The importance of the biological factors for communicational development can 
hardly be overestimated. It is known for certain that the infants hear and see 
worse than the adults. But the eyesight of the infant is arranged in such a way 
that he sees clearly only the subjects which are about 20 cm away. That is 
approximately the distance between the mother’s face and the child’s face during 
feeding.  

The child learns to hold eye-to-eye contact with the people who take care of 
him. Interacting in such a way the child gets to know more about himself and the 
world around him. It is very important to establish eye-contact for full-fledge 
communication development and speech skills in the future. The child has to 
look at the face of the communicative partner to understand the main meaning of 
the message, to learn to wait for his turn in the conversation and to understand 
emotions of the partner.  

The infant’s hearing is well developed after birth. He can perceive sound signals 
and get the essential parts for perception from them.     

For optimal development of social and communication skills, the infant and the 
parent or primary caregiver must develop an increasing understanding of each 
other’s signals leading to smoother and more responsive communication. 
Brazelton and Cramer (1990) describe a useful model for looking at the 
characteristics of this interaction.  

Three early phases include: 
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1. Synchrony: the parent adapts to the infant’s rhythms and learns to read 
his/her cues. The degree to which the mother and child are in the same 
behavioral and affective state at the same time, with respect to the 
occurrence and intensity, is defined as interactional synchrony. Evidence 
from infancy research suggests that interactional synchrony between 
parent and infant plays a significant role in promoting later development 
such as attachment security, joint attention, self-regulation, compliance, 
and advanced language (Isabella et al. 1989). 

2. Symmetry: the parent recognizes the infant’s tolerance for stimulation and 
her preferences. Symmetry is a quality of interaction when the feelings 
and impulses of the child find reflections in the partner. Any idea of the 
dialogue is equally important for both communicative partners. For 
example, happiness of one partner provokes happiness for the other 
partner, but not irritation, anxiety and so on. The matter is about the 
emotional and cognitive unity of parent and child, one aspect of which is 
integrity of communication. Symmetry is the state; any interaction tends 
to it. Inseparable properties of early mother-child communication are 
integrity and symmetry.  D. Winnicott described it as psychosomatic 
symbiosis of the mother and infant which appears thanks to mutual 
maximum adaptation.  In these conditions the child starts recognizing 
himself through the mother’s response, through perception of his own 
reflection in the mother eyes.  

3. In the third phase, the infant and parent develop a growing awareness of 
the mutual nature of interactions. Communication intentions as well as 
meaning of the signals are formed in the process of communication 
between the adult and the child. The mother immediately starts 
interpreting child cues as intentional, and thus she reacts on the cues 
adequately, for example, she gives food if the child is hungry, or she 
quietens the child if he is displeased. The communicative intentions are 
emerged in such an interaction when the adult takes active part in it. The 
first communication intentions are to attract attention, to take part in the 
game by turn, to share emotions.   

Communication is the powerful means for child development in all spheres. As 
was mentioned above, children learn mainly through interaction with other 
people. Communication has at least two functions. Firstly, it is just the process 
of transferring information; moreover the information is not only about the 
physical world but also about emotions, personal relationships, behavior and so 
on. Secondly, people, especially infants, are as a rule intended to communicate 
with each other. 

 From all said above it is clear that by communication we mean not only 
language and of course not only speech. Language is one of the possible forms 
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of communication; speech is only one of the possible forms of language. In the 
process of development the child goes through several stages of communication 
development and different ways of its acquisition. 

     
What Is Communication? 

Development of communication holds a most important place in all programs 
provided by EII. Thus, it makes sense to review in details the most essential 
issues in a typical development of communication.  

While working with this chapter and learning about the development of early 
childhood communication it turned out that there are few articles in Russian 
literature about child communication (nearly all articles being about child 
speech development). This chapter is aimed for a wide audience, but the author 
hopes that it will be available for the practicians and the researchers of post-
Soviet countries.  

In this part of the chapter it would be useful to pay attention and share some 
knowledge about the difference between speech and communication from the 
author’s point of view. 

Communication is a process of information exchange with other people, which 
includes ability to produce and understand utterances. Communication includes 
transferring utterances of any type; among them are utterances carrying 
information about needs, feelings, ideas, knowledge, wishes and perception. 
Communication can take place in different modalities including nonverbal, 
verbal and paralinguistic processes. All these processes influence on the person’s 
ability to communicate with others. 

Nonverbal processes include signs, postures, facial expression, eye contact, head 
and body motions, physical distance, etc. 

Verbal communication relates to the production and understanding of words, and 
includes the ability to formulate and produce words and sentences (verbally, 
signs and writing) with corresponding vocabulary, grammar and conversation 
rules.  

Paralinguistic processes include emotional, social and interpersonal language 
modifications which are used for communication (as an example intonation 
signals indicating questions). 

Language is an integral part of human communicative systems, but at the same 
time it is a mechanism with the help of which a person controls his own actions 
and thoughts.  

Sometimes it is thought that language and speech are inseparable, but in fact 
these are different notions. Language is a system based on the rules of symbolic 
communication; in this system, from a set of small units (syllables and words), 
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an infinite number of bigger language forms (phrases and sentences) can be 
combined. As a rule, hearing and speech are used in the language but other 
modalities can be used as well (for example, hand motions, vision as in the sign-
language or while writing and reading).  

Speech is a method of verbal language communication referred to oral 
production and word articulation.  Speech is the result of specific movement 
behaviors; speech requires a precise coordination of breath, phonation and 
articulation. The support of the voice, intonation and speed quality are required 
in the speech besides pronunciation of the sounds and their combinations.    

 
The system of relationship  

 

 

   

 

 

 

 Communication 

          

         

 

As a rule communication is divided into three components: form, meaning and 
use. The form can be of any kind, for example, facial expressions, signs, 
symbols and words. In the case of language, form is based on phonological, 
morphological and syntactic rules.  

It is probably worth paying attention to the fact that human speech is one of the 
means of communication. As for the child, he should, in order to make use of 
speech, go through all phases of communicative development. There are special 
rules and patterns in communicative development; it is, for example, impossible 
to reach a certain phase escaping the previous one. The typical way of 
communicative development is the following: At first the child acquires 
communicative intentions. This means that the child gradually understands that 
he/she can influence people distantly with the help of communicative signals 
and that this works with human beings but not with inanimate objects. After that 
the child acquires communication with the help of symbols (as a rule words) and 
well-ordered combinations of symbols (that is, language). 

 

 
 
 
 
        Language 
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Communication Disorders 

Early intervention programs are intended for all children with disabilities. 
Families who come to EII have children with various diagnoses. In spite of the 
degree of severe disability, development of communication is included in every 
individual program. The central idea of early intervention is development of 
communication. For children with any kind of disability the programs of early 
intervention are intended to maximize the abilities of the child and his family. In 
this context, communication is regarded as both the aim and a method of early 
intervention. The means of alternative communication are used in cases when a 
child has a need to interact but does not have enough means to meet it. However, 
in the programs of early intervention there are children whose communicative 
intentions are very limited or completely absent. Quite often the parents of such 
children no longer believe that their child can communicate, or they have been 
forced to think so by specialists whom they met before coming to EII. In 
contrast to such professionals, EII staff never stop expecting that any child can 
communicate. After all, the person can start understanding the meaning of 
communication and have intentions to communicate only in the process of 
communication. According to the principle of life normalization, the life of a 
person with disability should be as close to normal as possible and be similar to 
the life of other people in society. It means that first of all people should 
perceive a person with disabilities as a personality who has his own needs, 
wishes, feelings and will. This is possible when a person can express his needs, 
feelings and wishes and other people can understand his way of expression.28  

The term communication disorder refers to a wide range of problems connected 
with disorder of abilities to transfer, perceive, process and understand verbal, 
nonverbal or graphic symbolic systems. Communication disorders can appear in 
the processes connected with hearing, language and/or speech. Communication 
disorders can vary from slight to severe. They can be acquired or connected with 
development. The child can have only one aspect or any combination of all three 
aspects of communication disorder. Communication disorder can be primary or 
secondary with other disorders. 

Two terms describing the problems in communication development are used 
among the specialists who work with children with functional disabilities:  

Communication disorder means either significant delay or disability in 
functional communication of a child. The term communication disorder (or 
“communication problem”) is rather wide and includes all types of 
communication disorder, developmental delay and other functional problems in 
communication.          

                                                 
28  Нет необучаемых детей ! Книга о раннем вмешательстве (под ред. Кожевниковой Е.В. И Клочковой Е.В.), 
Санкт-Петербург, КАРО, 2007. (There are no uneducable children! The book about early intervention, ed. by 
Kozhevnikova, E., Klochkova, E. KARO, St. Petersburg, 2007.) 
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“Delay in communicative development” is narrower; it means that the level of 
functional communication development is significantly lower than expected or 
typical for a certain age.  

Many communication disorders result from other conditions such as learning 
disabilities, cerebral palsy, mental retardation, cleft lip or cleft palate. 

Sometimes a baby's early communication signals are hard to recognize. Some 
parents and other caregivers respond to their baby's signals with ease. Other 
parents or caregivers may need assistance in learning how to read their child's 
communication cues. Sometimes it is difficult to read a baby's early 
communication signals because of his or her physical or motor difficulties. 
Some children are born with conditions such as Down Syndrome or motor 
disabilities which may place them at risk of having difficulties communicating 
their early messages. Their physical limitations may prevent them from turning 
away, opening their fingers, sucking their thumb, or yawning – all indications of 
possible pleasure or displeasure. Sometimes these babies or babies who are sick, 
sleepy, or who were born prematurely, send very subtle and inconsistent 
communication signals. This inconsistency may make it difficult to figure out 
what the baby needs. When these children are not able to send their messages 
accurately, their communication partners may be unable to clearly read their 
cues. Parents and other caregivers consequently may not be able to respond to 
the baby's needs. When a baby's or young child's communication signals are not 
understood, his needs may go unmet. Because of this communication 
breakdown, he or she may not learn how to communicate like other children 
who are sending more clear and consistent signals. 

 
Alternative and Augmentative Communication  

According to data from the American Association of Speech, Language and 
Hearing (ASHA), the most widespread development disability among small 
children is communication disorder. From 15 up to 20 percent of small children 
have some kind of communication disorder. Quite often the reason of the 
communication disorder is unknown. In some cases it is possible to observe the 
problem rather early (for example multiply disabled children).  In other cases it 
is possible to suppose that a child will have problems with communication 
because of biological risks (for example children with Down Syndrome or 
prematurely born children). In some cases it is difficult to observe a 
communication disorder and it cannot be observed before the time when the 
child is supposed to start speaking (such cases can regard children with a 
hearing loss or children with Autism). 

The approach of augmentative and alternative communication was developed 
for children who have difficulties with normal processes of communicative 
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development, in order to facilitate the process of interaction with people 
important to them.       

The term augmentative means additional or strengthening. People who use 
augmentative communication add it with gestures and pictograms, symbolic 
pictures or other ways of expressing the meaning.  For example, people 
suffering from problems with articulation – due to neurological or muscular 
disorders – speak slowly, in a low tone; their speech is not coordinated and 
indistinct. People who know communicatively disabled people closely can 
understand their speech but it will be useful to use alternative communication 
for those who do not know them. People who cannot speak appropriately are 
rather often afraid and find it difficult to show their own knowledge and skills 
without technical support.  

The term alternative means substituting or other. The system of alternative 
communication can include multiple methods of information transfer. If a person 
does not use speech at all, he can use gestures, pictures or vocalizations to show 
what he can do or wishes.  

 
 WHAT SHOULD AAC SECURE? 

• Expression of the main needs and wishes, 

• Receive and sending information, 

• Conversation, chatter, expression of social intimacy, 

• Expression of politeness and social phrases.  

Knowledge about different types of communication and how to support people 
whose communication system differs can change the educational programs for 
them.  

 
MEANS OF ALTERNATIVE COMMUNICATION 

Augmentative and Alternative Communication (AAC) provides different 
communication methods for individuals who have significant speech 
impairments. AAC includes all forms of communication (other than oral speech) 
that are used to express thoughts, needs, wants and ideas. We all use AAC when 
we make facial expressions or gestures, use symbols or pictures, or writing. 

AAC can be low-tech or high-technology when computers which pronounce the 
words, phrases, sentences and so on are used. AAC includes the following 
methods: 

• Gestures,  

• Facial expression, body language, vocalizations, 
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• Objects, 

• Pictures and photos, 

• Symbolic pictures, 

• Typed texts, 

• Equipment with text, 

• Different kinds of technical devices. 

Almost all methods of alternative and augmentative communication used in the 
programs of EII are based on that kind of communication which its clients use 
during different phases of their communicative development. For example, 
scientists who deal with problems of communicative development have 
discovered that 35-40 percent of the meaning of a message is transferred by 
facial expression. Facial expression is a very important, constituent element in 
communication with the child from his first days and throughout his whole life. 
The facial expression of an adult who communicates with a child can be a very 
important way of communication, contact initialization and support of the 
child’s communication. At the same time facial expressions of an adult can be 
strengthening one or other message or emotions transfer. Eye contact is a very 
powerful incentive for communication. In this case it is very important that the 
facial expression of an adult corresponds to the message sent by a child. All 
messages sent to a child should be supported with facial expressions by an adult. 
Facial expressions and looks can tell us a lot about a child, his conditions and 
the way he feels. Whether a child will feel comfortable depends on the adult’s 
understanding of all these factors. A facial expression itself is not a method of 
alternative communication but it helps to strengthen information and/or to 
emphasize emotions of the speaker. A facial expression is the very powerful 
incentive which is used in combination with other kinds of alternative 
communication, for example gestures.  

As was mentioned above, during their communicative development all children 
go through a period of gesture use. For some children and their parents this 
period can be unnoticed, whereas other children use gestures for quite a long 
time in order to communicate or send significant information to their 
communicative partner. Even during a typical communicative development, 
some children use not just single gestures but can build entire sentences 
consisting solely of gestures. Gestures, as well as other kinds of communication, 
help a child to master the main notions; the child learns to influence his 
surroundings. Sign language is a communication method which is based on 
natural gestures and which is used both by children and adults in 
communication.      

Rather often parents are skeptical towards sign language, being afraid that sign 
language can hamper the child’s communicative development. Scientific 
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research has proved the opposite. For example, without sign language children 
with Down syndrome quite often start shouting or – in one way or another – 
show aggression when they cannot express their feelings or needs verbally. It is 
very important to understand that when verbal communication is impossible, a 
sign can be the bridge from the hand movements to the first verbal messages. 
Sign language is often supported with verbal communication. Surely, signs are 
means of communication which allow a child to start communicating and will 
promote the improvement of his communicative abilities.  

Facial expressions and signs represent significant means of communication 
when information is transferred through visual perception. There is one more 
type of communication along with those mentioned above, when the information 
is transferred through pictures and things which are around the child. For 
example, in a common situation when a mother lays the table, moves the child’s 
chair to the table and puts the child in the chair, this means that the child is 
going to eat soon.    

Specialists who work with small children started using real things as the most 
well-known forms for a child in order to start communicating with him. As a 
rule, such types of communication are used with multiply disabled children. 
“Multiple disabilities” means that along with a functional disability (which does 
not allow a child to use signs) a child has cognitive problems which do not allow 
him to achieve high level of abstracting and to understand the sense of signs and 
pictures. Generally, the things around the child are used as a method which helps 
him to orientate in the order of events which will happen to him during the day. 
This type of communication is often used at the early stages of working with 
children with Autistic spectrum disorders.  

For successful communication with a child, several very important conditions 
should be met. As was mentioned earlier, the face of an adult is the first thing a 
child pays attention to. In many cases, the child continues to be interested in it 
for a long time. Communication processes generally start with eye contact 
between people, and facial expressions give a lot of information for the 
communicative partner, which is why for starting communication with a child it 
is very important to keep a comfortable level of communication. This means that 
the adult and the child are at the same level and see each other’s faces, observe 
facial expressions and have eye contact. Keeping the level eye to eye makes it 
possible for the adult to read cues of a child more precisely and it means that the 
adult can interpret them correctly.  

Facial expressions of a disabled child often differ from facial expressions of a 
typically developed child. Looking for expressions of the first communicative 
intentions or the attempt to understand signals of a child (for example to 
understand what is nice for the child and what is unpleasant) is the first objective 
of an EI program because that is the logical start of communication. It is 
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necessary to start using the methods of alternative communication from 
important and interesting situations for a child. The ways of communication 
offered to a child should not be difficult or impracticable. For example, the first 
signs should be chosen in such a way that a child could easily use them and that 
the child will be successful in his use of signs from the very beginning of sign 
language acquisition. Moreover, both communicative partners should be 
disposed to it for successful communication. Even if the joint interest is found 
for both communicative partners, they should think about one and the same 
thing and the sign language should be in focus. In order to communicate 
comfortably it is important for communicative partners to be in a comfortable 
pose. This is especially important for the child. For example, if a child with 
cerebral palsy should think of how to keep the balance during communication 
then his communicating will most likely be unsuccessful, because it is difficult 
to fulfill two tasks simultaneously (even for adults). Thus, it is very important to 
provide a comfortable and safe pose for the child. Particularly for children with 
functional disabilities, the appropriate personal assistive technology can solve 
this problem.   

For a child, as for any human being, the form of communication is not that 
important. It is no matter whether the child will explain himself with pictures, 
words or signs; the main thing is that the child can understand people around 
him and they can also understand him. However, it is important for a child to be 
successful not only in achieving being understood but also in acquiring new 
ways of expressing himself in the process of development. Thus, the child could 
widen the limits of his abilities in self-expression. One of the main tasks of early 
intervention is to choose the method of alternative communication which the 
child could use independently and without outside help. It is necessary to take 
into account the number of very important facts of child development while 
choosing the type of communication. It is almost impossible to use signs for a 
child with movement disabilities because the child will not be able to use them 
without outside assistance. Pictures will, most probably, be the best type of 
communication for such a child. However, it is also important to know whether 
the child has problems with vision and has the ability to take a picture himself. 
Children with functional disabilities are surprisingly often successful in 
computer use as a type of communication. The main thing is that it should be 
easy for a child to use the offered type of communication in everyday life. 
Moreover, this type of communication should also be used by the adults around 
the child. Communication is valuable only in case the people around the child 
support him in his intention to use it.  
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9. Working with Families of Severely Disabled Children 
  
  

Marina Emets & Natalia Baranova 
 
 
 
A Brief History of Care and Support for People with Disabilities 

Support for disabled children has a long history.  Undoubtedly, disabled children 
are born in all counties and all countries have gone through the same stages of 
providing support to such children. 

Quite often the specialists who have to support families consider the situation as 
lacking any prospects and regard a severely disabled child as a hopeless case. 
Such an attitude, on behalf of specialists or the child’s family surroundings, 
influences the parents’ decision to refuse a child and to place him in an 
institution. Thus, all these people contribute in transferring care and 
responsibility for the child to a governmental system. It is necessary to admit 
that in Russia the system of support for severely disabled children is still rather 
badly developed.  There are some elements in the system aimed to provide 
support for families who have such children to give them an opportunity to let 
the child stay in the family.  Unfortunately, the system of support for families 
with disabled children is fragmented; single elements or programs are provided 
in some regions of Russia by governmental and non-governmental 
organizations. Still severely disabled children are often defined as uneducable, 
so most of the support programs are provided according to this definition. For 
children who cannot be taught, governmental care is realized in institutions 
belonging to the system of social protection, and “[this] final point in diagnosis 
leads to bad attitudes to most children in orphanages, internats and other 
institutions”.29 Severely disabled children constitute one of the biggest groups 
running a high risk of being separated from their families and being placed in an 
institution.  

Historically, in many cultures, the presence of inborn severe physical 
abnormalities has been associated with stigma and shame. Unfortunately, for 
many years this attitude is confirmed in practical work with families in early 
intervention. We still meet families where the parents, relatives and other people 
surrounding the child perceive the birth of a disabled child as a punishment.  

During the last 20 years the St. Petersburg Early Intervention Institute (EII) has 
been developing interdisciplinary programs for families with disabled children. 

                                                 
29 Нет необучаемых детей! Книга о раннем вмешательстве (под ред. Кожевниковой Е.В. И Клочковой 
Е.В.), Санкт-Петербург, КАРО, 2007. (There are no uneducable children! The book about early intervention. 
Ed. by E. Kozhevnikova and E. Klochkova, St. Petersburg, KARO, 2007.) 
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These programs are focused on preventing institutionalization of disabled 
children by providing services for family support. It should be noticed that the 
specialists at EII have come a long way in their professional development 
regarding work with severely disabled children. The interdisciplinary team 
consists of pediatricians, speech therapists, special teachers, physical therapists, 
psychologists, and social workers. One of the most important features of EI 
programs is its attitudes towards children with disabilities. The specialists 
believe that all children can develop; there are no unpromising cases. That is 
why EII, as one of the very first organizations of its kind, started to develop 
programs for families with severely disabled children.  

But unfortunately, after finishing the program of early intervention many 
families with such children still have difficulties in getting the necessary support 
in society.  

There are several models of support programs for families who have severely 
disabled children in St. Petersburg nowadays. In most cases such innovative 
programs are developed and provided by NGOs. These programs complement 
each other and fill in the gaps of the governmental system.  

EI programs provide support to families immediately as the problems with a 
child appears. They help the parents accept the child’s diagnose and cope with 
the crisis evoked by the fact that the child has a disability; they give necessary 
information, and support parents to provide an environment that should help 
achieving the optimal level of development for their child. 

The project “Respite care”, being realized by the Charity organization 
“EveryChild”, is focused on providing families an opportunity to get some free 
time in situations when they have to take care of their disabled child round-the-
clock. Parents can place a disabled child in a professionally prepared hosting 
family for a certain period of time during the year. The need for doing that can 
appear due to different circumstances in the family like, for example, when 
parents have to solve problems regarding their own health and spend a time in a 
hospital, when there is a death of close relatives or just a wish to spend some 
time without the child and in such a way get some psychological relief and rest 
from the everyday routine of taking care of the disabled child. The NGO 
“Perspective” provides another type of service, the importance of which is hard 
to overestimate. This NGO organizes a day care center where the child can 
spend time as well as get individual developmental and educational programs, 
which are built up regarding to personal needs and specific to each child. As 
mentioned before, the governmental system provides only institutional care for 
disabled children who cannot attend ordinary schools. This means that if a 
family decides not to place a child in an institution, the child will have to stay 
home without any systematic support, apart from some benefits (like a disability 
pension).  
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However, being provided by single NGOs these services are available only for a 
small number of families. It is obvious that the true number of families who 
need such support is much higher. Although it is obvious that such kinds of 
support are rather effective (from both a professional and an economic 
perspective), that they make it possible for families to bring up their children in 
the family and that all such programs could be realized in governmental centers, 
the state system is changing very slowly. Possibly, the backwardness of the state 
system is connected with negative attitudes towards severely disabled people 
and a poor understanding of the needs of such children and their families among 
the professional society and authorities. 

 
Definition: Who Are the Severely Disabled Children? 

Some years ago a group of colleagues from Norway visited different 
organizations for children with disabilities in St. Petersburg together with the EII 
specialists. In one of the specialized kindergartens for children with disabilities 
they were surprised when staff presenting their work described some children as 
severely disabled. The Norwegians argued that they had not met any children 
with severe disabilities in this kindergarten; in Norway this kind of children 
would be integrated in regular preschools.    

There is no universal international legal definition of disability. Recent attempts 
to define disability in various countries have shown variations, not only from 
country to country but also within each country. There are also debates among 
specialists working with disabled children about which children are defined as 
severely disabled. There are different approaches to definitions for this group. 
There are several reasons for this situation. On the one hand, there are no formal 
borders that outline this group from others; on the other, specialists often 
subjectively refer a child to the group of “severely disabled” when they have 
difficulties working with this child.  

We often equate the term “severe disability” with “multiple disabilities”. We 
understand the term “multiple disabilities” as a combination of various 
disabilities that may include a communication disorder, motor disability, 
learning disability, mental retardation, visual impairment, hearing loss, brain 
injury and possibly others. Children with multiple disabilities can vary in 
severity and characteristics. But, again, not every combination of disorders 
would be defined as multiple disabilities. For example, a child with cognitive 
problems and hearing loss is not regarded as a multiply disabled child, nor is a 
visually impaired child who has cerebral palsy but whose intelligence is intact.  

Among the group of professionals working in the field of early intervention in 
St. Petersburg, Novgorod, Archangelsk and Minsk, we agreed to define severe 
disability as a combination of more profound disabilities. Quite often the cause 
and even diagnose are not identified. Among functional disabilities, which are 
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stated above, severely disabled children can also have problems such as epileptic 
seizures, feeding problems, and some others. 

  
Meeting with Families 

The number of families who have severely disabled children gradually increased 
from year to year in the programs of EII. Increasing numbers of such families 
can be explained by two facts. On the one hand, the quality of medical care in 
St. Petersburg became much better, which meant that children born with severe 
disabilities or prematurely born babies became better nursed. Thus, the lives of 
most such children could be saved. On the other hand, the parents got the 
opportunity to be included in EI programs, available in the open society, and did 
not have to place their child in an institution.  

More qualitative medical support allows parents not to lose hope that their child 
with severe disability will stay alive, but rather often the health condition of the 
child requires a long stay in a hospital. Sometimes parents come to the 
specialists of EII when their child still stays in a hospital. Usually, during this 
period of time, parents try to find information about the child’s condition (or 
disability), they look for professional resources, if there are organizations 
providing programs for such children, and they try to form plans of what to do 
when the child comes home from the hospital.  

The main aim of such meetings is to provide primary psychological support for 
the parents and to give them a feeling that they are not alone in this difficult 
situation. Quite often the initiators of such meetings are the fathers who want to 
support their wives, because usually mothers spend a lot of time in hospital with 
their children.  

In our practice we often met families with severely disabled children who came 
from different regions of Russia looking for more advanced medical care and 
support from other professionals working with disabled children. In some 
regions – especially in rural parts of the country - there exists no professional 
support for disabled children. In such cases, specialists from EII after one or two 
meetings with the family would have to create a distance program for the family.  
The role of these meetings was to give parents information about the diagnosis 
or disability of their child, to evaluate the child’s developmental level, his 
stronger and more problematic sides and to give recommendations on how to 
help the child develop at home. Further communication and monitoring with 
such families could be provided by e-mail or phone. 

Most EI programs are, however, center-based, and the primary meetings have a 
certain structure and rules. In working with families who have severely disabled 
children we are faced with the fact that it is often almost impossible for some 
families to get to the Institute with their child. Families face problems which 
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make their lives rather intolerable, just behind the threshold of their home. There 
are no lifts and ramps; public transport is not adapted for wheel-chairs or even 
for baby carriage. A visit to any place becomes a serious obstacle in the family 
life. Regarding such situations and the requests by families associated with 
them, EII specialists have changed the structure of clinical work and started to 
visit families at their homes even for the primary meeting.  

Specialists keep the same structure and tasks for the primary meeting organized 
at the family’s home. The visit is provided by two specialists: a pediatrician and 
a special teacher or psychologist. During the first visit specialists find out about 
the parents’ requests, make screenings (including vision and hearing tests) and 
identify the needs of the family and child.  

 
Interdisciplinary Assessment 

The quality of an EI program depends to a large extent on the process and the 
results of assessment. The obvious disabilities of the child often provoke the 
specialists to talk about the problems. The aim of assessment in EI programs is 
not only to define the level of the child’s development, but mainly to define the 
child’s possibilities and limits in development. It should be stressed that in cases 
with severely disabled children the assessment cannot be a single-stage 
procedure and that it often requires the participation of a whole EI team.  

As one of the main tools for evaluation a child’s developmental level, the results 
of which can be used as a starting point, EII specialists use a normative scale 
(KID and RCDI) based on questionnaires for parents. But in case of severely 
disabled children this tool does not seem adequate. The child’s condition is 
obviously severe and the scale result will just confirm it. It will not affect the 
program of support informatively because the child has significant 
developmental delay in all fields of development comparing to his peers.  
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A profile of a severely disabled child at the age of 15 months can look like this: 
  

 

However, this does not mean that assessment of severely disabled children can 
be neglected in the work with them. This example just shows that the work with 
families who bring up severely disabled children needs an individual approach 
and that specifics of the child and the family should be taken into account from 
the first meeting.  

As mentioned above, the process of assessment is the first and very important 
stage of an EI program, and in cases with severely disabled children it can last 
for several months. This period is also very important for families because 
parents generally are in the first place to see disorders in their child. The process 
of assessment which specialists try to focus to identify a child’s strong sides 
helps parents to look to their child from the point of view of the child’s abilities 
and personality. The process of assessment can be provided in parallel with the 
intervention program and can be gradually turning to the monitoring of child 
development.  

The EII specialists find interdisciplinary assessment to be the most effective 
form when not only a fine evaluation of the child by each specialist is valuable, 
but real interaction between parents and different specialists as team members. 
The results of all assessments are discussed and come to shape the integral 
program for a family. 

EVALUATION OF CHILD DEVELOPMENT ACCORDING TO K I D <R> SCALE

Date of birth:  09/06/03 (on 36 week)  

Date of test:   10/09/04; age 15.0 months. (14.1 months with correction for premature 

birth)  

                     Developmental profile according to the K I D <R> scale  

─────────────────────────────────────────────────────── 

    Developmental field             Age of development (in months)   

─────────────────────────────────────────────────────── 

     Cognition                             3.6 
     Movement                           3.2 
     Language                            2.5 
     Self-help                              2.5 
     Communication                   4.0 
─────────────────────────────────────────────────────── 
     Full scale:                     3.2 (delay)  

(The results would be the same with the correction for prematurely born.)  
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The main elements of interdisciplinary assessment are the following: assessment 
of motor skills, communication assessment, vision and hearing assessments and 
interviews with families.  

Assessment of motor development is provided by a physical therapist. The 
results of this assessment become the basis of the program for physical 
management that includes recommendations on activities for the child posturing 
and using technical aids. The correct posturing of a child during a day and using  
assistive technology (e.g., a special chair or a walker) help not only to prevent 
secondary complications (deformation, contractures, bedsores, respiratory 
problems or infection of urinary ways) but also to let the child participate in 
everyday life activities together with other family members. Moreover, stable 
and comfortable postures and appropriate assistive technology give an 
opportunity for the child to communicate.  

Assessment of communication is one of the most significant parts of assessment. 
Most parents complain that they have difficulties in communicating with their 
child. Quite often the main request is how to teach the child to interact and 
communicate with people close to him.  Most of these children do not acquire 
speech and language skills. Being unable to speak does not mean that they 
cannot communicate. In fact, even very severely disabled children can develop 
communication skills. The critical factor is that the caregiver has to interpret the 
particular child's communication correctly. For example, the communication 
may be very subtle and difficult to see. A child can communicate by turning his 
head, adjusting his body, making noises, or making eye contact with someone. 
Therefore the aim of communication assessment is to find the way of 
communication according to those abilities of a child that can become 
communication signals.  

We should teach a severely disabled child to express himself in such a way that 
other people could understand him; otherwise, people will treat a child as an 
object that should be taken care of, washed and fed. At the best, those people’s 
attitude towards the severely disabled child will be like in a “daughter-mother” 
role game, when the disabled child will play the role of a doll. Therefore, we 
think that the communication development is the main aim of EI programs. 

If children have severe disabilities, the problems with vision and hearing are 
often considered as attendant difficulties. But in reality hearing and visual 
dysfunctions are factors that inhibit development of abilities. Knowledge about 
vision and hearing conditions is necessary for the specialists and parents to find 
appropriate stimuli (like toys) and to arrange the environment optimizing 
development for the child.  

However, it is not easy to provide fine assessment of visual and hearing 
functions in severely disabled children. For example, an ophthalmological 
assessment cannot give us information of what a child can see. Besides the 



 

100 

 

ophthalmologist’s examination, an assessment of functional vision should be 
provided to learn about it. Nowadays there are a number of methods which help 
to provide vision assessment for small children as well as for children who do 
not speak (Lea Vision test system (http://www.lea-test.fi/); Teller Acuity Cards 
(http://www.stereooptical.com/products/teller-acuity-cards-ii). The results 
received during the assessment would help to build the program aimed to 
develop the child’s ability to play, interact and communicate. 

The hearing assessment as well as visual assessment is obligatory for children 
with severe disabilities. For rather a long time hearing assessment was 
considered not reasonable for such children. Against the background of more 
substantial disabilities, hearing loss was defined as a non-important problem. 
But our experience of work with severely disabled children shows that this 
statement is unfair.  

After fine hearing assessment and fitting of hearing aids, children have 
demonstrated positive changes in behavior and ways of communication; the 
child’s interest in the people and world around him obviously grows.  

The abilities of the child are not the only items that should be in a focus of 
evaluation for building an effective program of intervention. Early intervention 
values the parents, the home environment and relations in the family as key 
factors for the child’s development.  

The specialists of EII conduct an interview with the parents in order to get 
information about the lifestyle of the family, their relations, if there is a resource 
which can help the parents take care of the child, what kind of everyday 
difficulties the family meets, and finally what expectations parents have on EII 
specialists. This interview also helps to evaluate the level of stress in the family 
and how parents manage this stress. 

The information collected during the child development assessment and the 
interview with parents help to develop the program of support in such a way that 
the most important spheres of child development and family life will be taken 
into account.  

Regular semi-structured interviews are included in EI program as integral part. 
The interview is hold at different stages of the program: for families who just 
enter the program as well as for the families who are in the program for a long 
time. The interview is the practical tool which helps to fulfill the principle of 
inclusion of families in the process of an EI program.  At the same time it helps 
to monitor the program and to evaluate the effectiveness from the point of 
parents’ view.  

The assessment process is inseparably linked with the process of intervention. 
Depending on its results, EI specialists define the frequency and duration of the 
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meetings with the family, specialists included in the program, the degree of their 
participation, the aims of the program and practical steps to achieve these aims. 

 
Programs of Support 

We never know what developmental level a child can achieve in the future. In 
cases with severely disabled children we can foresee that the developmental 
level which a child will be able to achieve would be rather low and that the child 
will never learn to walk, speak and take care of himself independently. But the 
main aim of EI programs for families with severely disabled children is to 
improve the quality of life both for the child and for the family.  

Analyzes of interviews with parents of severely disabled children show that 
families have common expectations in terms of what support they would like to 
get from EII. Most parents are looking for “pedagogical support” and advices 
from professionals, which would help them to develop their child. The most 
abundant request concerns communication between parents and their children.  
Parents try to find ways to interact with their children and to get to understand 
them better. 

Many families come to EII for psychological (emotional) support. Many of them 
visit the EI services the first time when they are in a deep crisis because they 
have received information about the child’s diagnose.  Some families have 
already, in spite of the young age of their child, gone a long way in attempts to 
get support, and they view EI services as a ultimate opportunity. As far as they 
have negative experiences of pessimistic prognoses and accusations, they are 
looking for a sympathetic and friendly atmosphere. It is also important for 
parents to get reinforcement in their parenting roles, feedback about the progress 
in the child’s development or changes in his behavior.  

One of the features of EI programs for families with severely disabled children 
is that quite often families continue communication with specialists even after 
the child’s death. They have a need to share their grief with people who had a 
close relationship with the child. For some of them, EI specialists become the 
closest people who sincerely share their feelings about the child.  

Parents of severely disabled children are usually limited in social contacts. 
Being part of an EI program, they can have access to other parents, build new 
relationships and widen their social life. 

Some families on a par with other support request adequate medical consulting. 
They often face problems in the form of negative attitudes among doctors when 
they visit hospitals and other medical organizations where specialists 
recommend placing the child in an institution. Some parents do not trust any 
recommendations of doctors who have such opinions; some parents who are still 
in the process of psychological acceptance of the child’s diagnose try to find 
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alternative opinions about the child’s condition.  Many parents appreciate an 
interdisciplinary approach, when recommendations of a doctor who is one of the 
team members become an integral part of the program. 

It may seem that all families with children with severe disabilities have common 
problems, but our experience shows that the peculiarities and needs of each 
family and child are unique. EI programs are aimed at achieving a common set 
of outcomes that benefit families, such as enhanced parenting skills, reduced 
social isolation, and richer, more developmentally appropriate parent-child 
interactions. But the development of each program demands very precise 
assessment and very careful and delicate professional work with a glance at the 
individual needs of a family. 
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10. There Are No Uneducable Children  
  
  

Bengt Börjeson 
 
 
 
The Self-Understanding and Understanding of the World for Persons with 

Severe Mental Retardation 

This is not a lecture30; most of you know more about the subject I am going to 
introduce. I have said many times, though, that the literature about retarded 
children and persons is to an overwhelming degree based on our observations of 
them; scientific reports rarely tell us something regarding the understanding of 
the world – including the self – of the retarded person him- or herself. 

Why is it so? 

When it comes to persons with rather mild handicaps, it is of course possible to 
find out what thoughts and feelings they have from an existential point of view. 
What do they think regarding “the meaning of life?” What do they think 
regarding the inevitable end of life – death? What are their thoughts regarding 
relations to other people, to close persons like family-members and more distant 
persons? What are their feelings regarding their handicap? In what way do they 
understand the nature of the handicap? 

Many questions – and of course all of them are silly in one important respect. 
They include the concept “they” referring to the handicapped persons as they 
understand the world in the same way – which of course is nonsense! 

When it comes to persons with severe mental retardation the questions of their 
self-understanding and understanding of the world are both more complicated 
and easier. The problem is easier because – at least we suppose – that mental 
images are rather simple in this case. But it is very hard to get access to the inner 
world of the person because there is no language to make the communication 
natural. 

On many occasions I have talked about the fundamental division between the 
handicapped person who has a consciousness of himself/herself and the person 
who lacks such an understanding. There is no “I” for this person. And a world 
without an I is very difficult for us to understand, as the I-consciousness, the 
identity, is the organizing principle of the mental world for the average person. 

                                                 
30 The paper is based on a speech given to a group of Russian, Ukrainian and Byelorussian professionals in early 

intervention. 



 

104 

 

Of course, the person without an identity is also a human being, but I think a 
very different human being from most of us. Is it possible to understand 
something of the inner world of that person? That is the question I will discuss 
with you. 

I know, of course, that my statement that severely retarded persons do not have 
an “I” is a very crude one. What does it mean to own an “I”? And although this 
is a most intriguing question I will not try to comment upon it in this lecture. At 
least I will avoid a general discussion and my purpose is instead to discuss some 
empirical observations and ask you for interpretations of them. 

Let me start by telling you that what follows is very much inspired by the author 
of a doctoral thesis. His name is Ragnar Furenhed, and several years ago – in 
fact 1997 – he published his thesis, named A Puzzling Reality. I do not consider 
this thesis an outstanding one. Furenhed’s theories are not well developed and 
his empirical analysis is somewhat unsophisticated. But the questions he is 
discussing are important and interesting. He, by the way, is the father of a 
severely retarded child, so he has a lot of experience as a parent to a 
handicapped child. 

His empirical data are some 20 interviews, half of them directed towards parents 
and the rest towards staff members working with handicapped persons/children. 
It is, of course, an important and intriguing question whether you can understand 
something of the inner life of a handicapped child through interviewing other 
persons. Unquestionably, the empirical data are different from those 
measurements where you can get summarized results, a quotient perhaps, for the 
child which can be rather reliable – but saying nothing about the inner world of 
the person (I have not seen reports regarding observations from giving so-called 
projective tests to retarded persons – have you?). 

Furenhed starts his discussion by quoting a famous philosopher, Peter Singer, 
who has written some most provocative texts regarding treatment of persons 
with mental disabilities. “The fact that a being is a human being by belonging to 
the species of homo sapiens is not a relevant argument for saying it is wrong to 
kill him – I would say that it is qualities like rationality, autonomy and self-
consciousness that are important. Defect orphans do not have these qualities. To 
kill them can therefore not be compared to killing normal human beings or 
another self-conscious being.” 

And this argument is not as absurd as it looks. A variety is, of course, to say that 
it is not bad to treat those children in harsh way because they cannot experience 
this cruelty. Has this not been an ethical assumption behind child-care for 
children with mental disabilities until now in many countries? 

Much of the arguments which will follow are arguments that have to do, not so 
much with the thoughts of the mentally retarded child but with statements 
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regarding “quality of life” for these children. So let us start looking at some 
empirical “facts”. 

 
Experience of Time 

Very often it is said that the severely retarded person is living in a constant 
“now”, jumping from one “now” to another, no thoughts about the future and no 
memory traces of the past. Is it so? 

I will give you a rather interesting example. It is a care-giver Sofia who tells 
about the boy “Micke”. One of their pastimes is Sofia helping Micke to listen to 
Winnie the Pooh, read by a well-known Swedish actor (now dead), Allan 
Edwall.  

“He loves Allan Edwall when he is reading Winnie the Pooh. He loves Winnie the 
Pooh and his way of talking, and also Nasse [Piglet], you know! Once it was the 
famous novel Doctor Glas on the television read by Allan Edwall. I wanted to look at 
Edwall in this performance and I thought that Micke has to tolerate it. I also have to 
get something, don’t you think so?! So I put Micke before the TV-set and he 
immediately understood that it was Allan Edwall and he became very happy – now 
comes Winnie the Pooh. But no, there was instead Doctor Glas, and Micke looks more 
and more disturbed. What is wrong? Everything is wrong! Oh, how disappointed he 
was. And then we had to play Winnie the Pooh.” 

What is the conclusion? There are good reasons to believe that memories of 
some sort are part of the inner life of the mentally retarded. 

But the discussion must take different sorts of memories into consideration. 
Ragnar Furenhed describes three different “levels”: to recognize, to remember 
experiences out of acute impulses and to let the thoughts “stroll along” within 
memory. There is also often made a distinction between so-called episodic 
memories, on the one hand, and semantic memories, on the other.  Ragnar 
Furenhed concludes that there are good proofs that the mentally retarded person 
has memories in the sense that he can acquire routines and follow them, but 
besides that there are also episodic memories: a concrete episode produces a 
“picture” of something of the same sort as that which has happened before. But 
it is very unlikely that there exists something like semantic memories. 

The important point in this connection is that these memories – I refer to the 
episodic ones – often are related to intensive feeling (see the example regarding 
Micke!), positive or negative. 

But again: the severely retarded person lacks a memory with the help of which 
life can be organized and planned – to remember is something that happens to 
you, memories are probably not something you are producing. 
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On Relations 

One aspect of having a developed relation with a person means that you relate to 
that person in a different way from your way of meeting other persons. In my 
view, there is overwhelming evidence that retarded persons really do 
differentiate between person and person and that this differentiation also has 
emotive connotations. This differentiation means that the retarded persons make 
a difference between persons that are close and persons more distant but also 
that the person favors some persons before others, e.g., likes some friends at a 
care-unit but not others. A very beautiful scene is told by a care-giver to Ragnar 
Furenhed: 

 “We have a boy who is much damaged regarding his capacity to move around. We 
mostly have eye-contact with him and we can look in his eyes to understand what he 
feels like. And then we have a girl with Down’s syndrome, she very much likes this 
boy. When he has to rest on his ‘day-bed’ she often lies down beside him and keeps 
her arms around him. You can see that he likes it! His face glows with happiness. He 
smiles and with his crippled hands he tries to touch some part of her body. Often they 
fiddle with her hair and he can’t get loose. But in a way she understands that he cannot 
show his affection in another way. She does not reject him in spite of the fact that he 
keeps her very tight during an hour or so. She is very sensitive; she lays her head close 
to him so that it shouldn’t hurt so much. Both of them like this and when we ask her 
what it is with him that she likes so much she answers: ‘He has so beautiful eyes’.” 

This story evokes the question of sexual feelings for the severely retarded. It is 
evident that in several cases their handicap also afflicts their sexual desire and 
capacity. But in some cases it is very evident that sexual desire is within reach. A 
care-giver tells about a boy, 13-14 years old: 

“Yes he does. He masturbates.” 

“How do you solve that?” 

“We do nothing at all. It would be good of course if he would go to his room, but it is 
difficult to force him because he is so strong.” 

But sexual desire related to a specific person, “love”, is not so often observed. 
But what about the relation between the young couple above? 

 
Feelings of Sorrow 

We can learn a lot about human relations when we observe that the relation is 
threatened or damaged. Ragnar Furenhed says that it is not certain that the 
retarded person can conceive of an absent person. If it is so – can they feel 
sorrow? 

Several parents say that their child will understand “when they are leaving”. An 
example: 
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“David will be sad when we have been visiting him in his group home and when we 
are going home. So he has such feelings also?” 

“How does he show them?” 

“He gets angry, they say. But later on he will be sad and starts to cry if they do not 
comfort him.” 

Again, the stereotype regarding the retarded person seems to be confirmed – he 
will have difficulties or no opportunity to think of the absent person but can be 
uneasy when that person is absent or feel sorrow at the moment of separation. 

The same seems to be true for feelings of guilt. The severely retarded person has 
no memory of having done something bad to another person. He feels no guilt or 
regret for having done damage to the relation with another person. But it will be 
possible to feel uneasy directly after having done such a thing. A care-giver tells: 

“Especially Pelle, he knows when he has done something wrong. You can look at him 
and see that he feels ashamed. You can understand that he wants everything to be OK 
again. He understands if we will get angry. Then he tries to make everything well 
again and comes to you and tries to keep close.” 

Furenhed refers to a text written by three psychologists – Chelune, Robinson 
and Kommor (in Derlega 1984) – in which they add six criteria for an “intimate 
relationship”: knowledge, mutual exchange, dependency, trust, engagement and 
care. This is not the place to discuss these aspects in detail – let me only say that 
there are good reasons to believe that the retarded person has a capacity to 
experience trust but to care for another person is beyond their capacity. But in 
this connection there are some remarkable observations – that the retarded 
person often or sometimes has a special talent for “understanding feelings”. A 
caregiver: 

“When it comes to understand feelings he is as good as we are. To interpret feelings 
from the sound of the voice for example – in that respect I think he is much more 
clever than you and me.” 

But in this respect it seems probable that we mostly talk about emotions as 
sensations, and so interpreted it seems evident that the retarded person can 
experience sensations/emotions. 

But it is doubtful whether those emotions which demand experiencing the 
feelings of the other person as if they were your own are within the reach of the 
severely retarded. That is to say, to quote Susan Scott, that the “role taking” 
emotions – i.e., social emotions – are hard to develop. To deny that a severely 
mentally retarded person has an emotional life would be absurd, but the 
structure of his emotional life is different from that of the average person. Those 
feelings that presuppose ability to reflect upon people, occurrences, 
circumstances and ideas are not there, but sensations and immediate feelings 
stemming from them are. The severely retarded person has an emotional life that 



 

108 

 

differs from yours and mine. It does not mean that it is poor or is lacking 
intensity. 

 
On Communication 

The thesis which was the starting point for my discussion is built on interviews 
with parents and care-givers for about 20 severely retarded persons. What do we 
mean by “severely retarded”. There is no precise meaning of this concept but 
one thing in common is the lack of a spoken language. A few of the persons 
could say two or three words but most of them could not. It is also very unlikely 
that these mentally retarded persons have an understanding of themselves as an 
“I”. 

Without language, will it be possible to communicate? And if so – what will be 
possible to communicate? 

There is a fascinating discussion about these questions and the main point is that 
the first thing you should look for is not the specific “capacity” or 
“developmental level” in terms of communication. Communication presupposes 
a social arena or field that is built up by the persons taking part in the 
communication. When such an arena is created, communication will be possible 
and the persons taking part can understand each other. 

For the handicapped person without a formal language it will take a long time 
and a lot of patience from the care-giver/parent to take part in the creation of a 
communication field. And very often care is organized in a way that such 
communication will never be possible.  

Furenhed strongly advocates the idea that almost always – or always – it is 
possible to create such a frame of reference for the retarded person and for the 
care-giver/parent. 

One should perhaps give some empirical support for this argument. The 
situation – if a real communication does occur – is far from simple to interpret: 

“How do you know that you have interpreted him correct? Yes... yes... in the best case 
you will get a smile or a sigh or a satisfied expression or a relaxed person which just 
before was very ‘stiff’ (care-giver).” 

In sum it seems to be relatively easy to understand and interpret the retarded 
persons’ expressions of joy, of sorrow, of anger – that is to say feelings and 
emotions which are “basic” and “general” and perhaps more or less inborn. But 
apart from these expressions you must include the whole situation – the 
communicative perspective – to be able to interpret. In those cases, however, it 
will be possible to understand “social emotions” if you can relate them to the 
experiences of the retarded person of the situation where those feelings did 
occur. 
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And what is communicated? There are different aspects of communication 
related to the given situation. There are objects included in the field: food, TV, 
books and so on. 

There are things happening within the communicative field. Somebody is 
talking or laughing, somebody screams at the television performance…and there 
are persons to communicate with; to approach or go away from, to listen to and 
so on. 

But outside the frame of reference – supposedly very little. Maybe it is so for 
most of us. 

 
So-Called Conclusions 

It seems evident that even severely mentally retarded persons/children have a 
rich inner life with a lot of images, wants and short-term memories. They can be 
happy; they can feel sorrow and anxiety. Most important of all: they can 
communicate within the boundaries set up by relations to people who are 
important to them and they have a need of being close, to touch; and they can 
relate, and relations are all-important for the person with an intellectual delay. 

One of my conclusions is that it has little meaning to point out different 
capacities and add that severely retarded persons are “severely behind” in those 
respects. What is lacking is, however, intentionality, which in turn is governed 
by the awareness of one’s self. 

This is not a capacity but a kind of meta-perspective, an organizational principle 
which makes the world understandable in quite another way than the world 
which is not looked upon by a self-conscious person. Does the lack of this meta-
perspective make severely retarded persons “less human” than most of us? Of 
course not – it makes them human in another way. 

And above all: an important lesson is that the quality of life for the retarded 
person is more dependent upon good, reliable, close and consistent relations 
with other persons. Relations, in a way, “fill the gap” where self-consciousness 
is lacking. 

I think what has been said, although in many ways self-evident, has definite 
consequences regarding the treatment of the persons with severe mental delay, 
regarding the need for support to them who care for them and so on. 
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11. EVIDENCE BASED PRACTICE  
  
  

Bengt Börjeson 
 
 

Our introduction included a short discussion regarding how to present EII’s 
three main activities: clinical work, education, and clinical/applied research. The 
ambition was to be active in all three areas, but in reality it proved difficult to 
focus on three separate activities. The most noticeable failure was our aim to 
carry out clinical research, largely because of misplaced priorities and a lack of 
prior knowledge. At the time, we felt we had a good explanation: there was 
simply not enough time. In retrospect, this explanation was probably more of an 
excuse. 

However, we did achieve a certain degree of success, as well as a deeper 
understanding of the knowledge acquisition process itself. This came largely as 
a result of the master theses written by colleagues from EII as part of their 
studies at Ersta Sköndal University College. Several of these papers were later 
compiled into the book Early Intervention for Disabled Children in Russia – A 
Multidisciplinary Approach (2008). 

 In this chapter, we will present some of the positive experiences of our clinical 
undertakings, as well as some general comments on the topic of attempting to 
carry out applied research in settings where the main focus has to be clinical 
work. 

First, however: a word of warning. Texts on knowledge and knowledge 
achievement in general (and evidence based practice in particular) can quickly 
appear confusing to the reader. There are certain generally recognized pitfalls 
which we will bring up at this point in order to avoid them ourselves. 

At the start of the EII program, we were in great need of knowledge in all areas. 
We did not know much about disabled children; we had no experience of 
working with families and we were deeply influenced by the current medical 
and defectological tradition in Soviet Union – despite the fact that we disliked it. 
Consequently, our ambition was to gain access to the knowledge we thought 
existed, especially in the Western world. We found it very difficult to see that we 
were constantly educating ourselves through our clinical work, and that this also 
helped us develop strategies for dealing with these experiences. We will discuss 
this further later on. 

Applied medicine should be based on scientific knowledge and “evaluated 
experience”. This is a good rule which also applies to social and psychological 
interventions, but it seems to imply that there are different kinds of knowledge 
that are difficult to combine. Some authors assume that “scientific knowledge” 
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means “knowledge gained by quantitative research” while “clinical experience” 
is of a qualitative nature. We do not agree with this conclusion – one of many 
reasons for our standpoint is that scientific knowledge can be based upon a 
qualitative research strategy. 

There are also peculiar ways of describing clinical experience – concepts like 
“intuition”, “silent knowledge” and so on are often used. We do not think that 
“intuition” is a mystical capacity impossible to describe, nor do we believe in 
“silent knowledge”. Our standpoint on this matter will become clear in the 
following discussions. 

 

1 

When computer equipment became part of the regular research setup, the 
procedure of finding relevant texts in books and scientific journals became a lot 
easier. The concept of “evidence” is closely linked to this development. In the 
nineties, established professional organizations successfully advocated that 
“evidence based knowledge” should be achieved and summarized through 
careful examinations of the relevant research within the respective fields. Such 
examinations should also include an assessment of the quality and validity of the 
results achieved. This made it possible to provide well-founded 
recommendations regarding the relevant interventions for practitioners. We are 
talking about medical practice, but these routines became challenges for 
interventions also within the fields of psychological treatment, social work, etc.  

There were – and still are, today – many heated discussions on whether such a 
transition from one area of knowledge to another was really possible. Here, we 
aim to be very clear: medical interventions and recommendations of medical 
treatments have to be based upon meta analyses, that is to say overviews of 
significant research in a field. No medicine can be produced without being 
carefully tested on people of different ages and both genders; side effects must 
be looked for, etc.  

What problems will arise? What issues may arise when you enter the fields of 
social and behavioral science and practice? Here, we will point out two crucial 
circumstances. The first is that psychological and social interventions are often 
wide open for influences from the societal context within which they exist. This 
means that there will be difficulties when you try to generalize and place the 
results achieved within one social context in another “area of intervention”. 
Hitherto most social and behavioral interventions have been evaluated and 
validated in the United States (and, to a lesser degree, in the UK). These 
countries differ in many ways from other countries, which has meant that in 
some cases efforts of implementing “methods” from these countries have had 
disappointing results. 
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But let us take for once a positive example: A number of studies in the USA and 
the UK (Fanshel & Shinn 1978; Triseliotis 1989; Triseliotis et.al. 1995; 
Triseliotis et.al. 1997; Triseliotis et.al. 2000), carried out several years ago, 
investigated the results of foster care treatment for children. One remarkable 
result was that it was difficult to find any differences between implementing 
foster care and keeping the child at home while giving parents the necessary 
support to handle their new, difficult situation. Moreover, it was difficult to see 
any significant differences between children who had been living with foster 
parents for a long time and children who had gone back to their biological 
parents when their conditions had changed for the better. 

One outstanding observation, however, was an important difference between the 
children who were able to continue their relations with their parents while in 
foster homes and the children who had non-existent relations with their 
biological parents. (The results were more favorable for those children who 
maintained their relationship with their parents). 

This observation was regarded as a recommendation and taken into account 
when writing new social welfare laws, also in other countries like Sweden. The 
new legislation stated that foster home placements should be arranged in such a 
way that the children and their biological parents would be able to keep their 
relationship alive. 

A constant dilemma regarding the validity of meta analyses is that it is difficult 
to specify the content of any given “method” or intervention. These difficulties 
have given rise to heated arguments between proponents of cognitive therapy vs. 
psychodynamic interventions, and so on. Some overview studies have hinted 
that specific programs for treating people with abuse-related problems have been 
rather successful, for example the Minnesota 12-Step model. But which are the 
essentials features of this program? Other studies have showed that there are 
considerable differences within treatments which share the same “label”. The 
dilemma discussed here is when there are program “labels” which lead people to 
believe that there are certain intrinsic common program features, whereas the 
programs may in reality vary considerably from one clinical setting to another. 
This is the famous “black-box dilemma” within treatment research: we feel that 
we know that one black box is better – or not better – than another one, but our 
knowledge is still very restricted. 

Meta analyses should be carried out by research groups, not single clinical units. 
The same goes for another strategy for establishing valid knowledge, however 
with a more narrow scope: the randomized experiment. 

As is well known, the experiment is the model for establishing results that will 
achieve results that can verify casual relations – in a treatment comparison it 
will be possible to say that one treatment causes a better outcome than another 
(including, in some cases, the “treatment” of doing nothing at all). The basis of 
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the experiment is addressing individuals in different groups in a random fashion 
and then studying the outcome. In turn, the strength of the experiment relies on 
the observers’ ability to analyze the results using statistical methods that indicate 
that it is likely that the observed differences between groups actually correspond 
to real differences. 

In principle, one does not have to compare large groups – the important thing is 
sticking to an experimental set-up based on the randomization of the individuals. 
However, one thing has to be taken into account. If the compared groups are too 
small, it will be difficult to obtain a reliable result. If, on the other hand, the 
groups include many people, even small differences are unlikely to be 
coincidental. However, statistics cannot tell you whether such small differences 
are of interest to you. 

Furthermore, randomized experiments are open to the criticism that the current 
social context can invalidate valid results when trying to translate them into new 
social contexts.  

Another interesting example is a “method” widely used in the treatment of 
aggressive and antisocial youngsters in the USA called the Multisystemic 
Treatment, MST. This method has been exported to other countries and an 
important selling point has been the outcome of several randomized studies in 
the US. Over twenty studies have been carried out, all of them proving the 
superiority of MST over “ordinary” social work. 

The impressing results meant that MST was adopted in other countries and great 
hopes were evoked concerning this new way of working with a difficult group of 
clients – antisocial youngsters (mostly boys). When applied in Sweden, 
however, MST did not prove to be a useful strategy for more effective 
interventions when it came to this particular clientele. A carefully conducted 
randomized study showed in fact no differences between MST treatment and the 
conventional work carried out at regular social welfare offices. The researcher’s 
recommendation was: “If you have already bought the rights to applying MST, 
there is no point in concluding it, and if you have not yet included it in your 
program, there is no reason to do so”. 

The most likely explanation of this outcome is that there are probably great 
differences in “ordinary” social work in the USA and Sweden. Social work in 
Sweden is probably carried out on a more ambitious level, which would make it 
difficult to better. 

Consequently, we draw the conclusion that the results of randomized 
experiments always depend on what is being compared. If you compare an 
intervention with the “method of doing nothing”, you will often see significant 
results, whereas if the comparison involves pitting a new method against a well-
tried and established treatment method, you are less likely to see any significant 
results. 
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In “the real world”, trying to apply randomized techniques is often a difficult 
task. For example, they may clash with ethical principles and/or the current 
legislation. If this is the case, however, the principle of randomly allocating 
people to groups can be violated by applying “statistical corrections” which will 
make the groups comparable. 

This means that you are then conducting a quasi-experiment, which in turn 
means that you have to be very careful when analyzing your results – but that an 
analysis is still possible. (The statistical techniques when using a quasi-
experimental design are rather sophisticated but the computer will be most 
helpful!) 

 

2 

It is possible to make some straightforward remarks regarding the strategies 
hitherto discussed for gaining knowledge. Meta analyses and randomized 
experiments (including the quasi experiment substitute) are more or less 
designed to verify differences between the outcomes of treatments. If the results 
of the comparisons are definitive, you will also be able to draw conclusions of a 
casual nature – strong conclusions. But within the field of social work such 
conclusions are rare, and besides, the results often vanish when you try to 
implement them into new social arenas. 

Results of this kind are modal for a social worker who is trying to exemplify the 
concept of “knowledge”. The first thing you should look for when you have to 
make a decision regarding what action to take is this kind of evidence. But, alas, 
you very often find yourself looking in vain. So far, there have been very few 
examples where evidence has made anyone’s choice easier and more rational.  

 

3 

We now address another way of gaining knowledge within the social field; one 
which is used much more than the methods hitherto described: the “art of 
evaluation”. This procedure will shortly be discussed. 

This strategy requires a scrutiny of a given program, or intervention, and at a 
later point an analysis of the outcome – N.B. not a comparison between different 
methods or programs. The conclusions thus reached will be more humble and it 
is generally not possible to talk about “casual effects”. Instead, the focus lies on 
observing “what happens”. 

Let us look at a typical situation: You want to start a new program or make 
changes to an old one, but you do not want to make these changes without 
knowing that your efforts will be worthwhile. Now you are close to uttering the 
words: “Let us evaluate our program.” 
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Evaluation is not a rigid procedure. It can be carried out in many ways. First of 
all: evaluation can be external, that is to say that the responsibility rests on 
someone outside the project who has been hired for the purpose. Textbooks 
sometimes insist that this arrangement is a must, as there is a fear that the 
outcome of an internal evaluation (one where your institution evaluates itself) 
would be very selective, avoiding negative descriptions, lying about goals being 
reached, etc. This is a critical although not necessarily a valid argument. If there 
is a real interest in making professional changes for the better, the best way to 
set about it is often to undergo some sort of evaluation process to help you and 
your colleagues achieve a deeper understanding of your own work. 

An interesting variety is to conduct a formative evaluation. This means that you 
are using observations and the “results” gained at the same time as your program 
is running. (The observations are used for the development of the program.) This 
sounds like a clever arrangement – close to the definition of “evidence based 
practice” – but you have to be careful not to drown in a veritable sea of 
information. 

Sometimes, the evaluation will be focused on the processes at work. It is not 
impossible to base conclusions on some quantitative measures, but generally, 
qualitative analyses are more common. Again a word of warning: The standard 
qualitative method tends to be an interview, more or less structured. Often, 
interviews are very convenient in the first phase, but preparing transcripts and 
analyses is very time consuming and worse still: interviews are rarely reliable or 
valid “instruments” for describing the processes in a program. 

Sometimes, an evaluation of a program is designed in order to gather 
information on the interests of the clients. It is even possible to go so far as to let 
the client be responsible for the evaluation and reduce your own role to that of a 
consultant, if necessary. There is an awkward way of describing this: that you 
are conducting a “revision of the consumer”. However, evaluations like these 
will often provide knowledge of a kind that is difficult to come by in other ways 
– but there is one dilemma: The clients who take part in, or have the 
responsibility for, an evaluation of a program are rarely “representative clients”, 
and may even have been “hired” in a subtle way by the professional 
organization. 

The classical purpose of an evaluation is to find out if the goals of a certain 
program have been reached, i.e., if the gap between “the ideal situation” and 
“reality” is wide or narrow. Such an evaluation becomes really interesting if the 
goals are elaborated in an interesting way, which is not always an easy task. An 
interesting goal for a program should in fact be a criterion of quality, and it is a 
tragic fact that it is very difficult to find criteria that have been developed and 
used in practice. The result of such neglect is of course that bad programs are 
allowed to carry on for a long time, upheld by interests other than the quality of 
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the professional work. The astonishing stability of institutions/boarding schools 
for disabled children is, for example, probably just one example that can be 
explained by the inability to evaluate the sad outcome of this Russian 
intervention policy. 

Reflecting upon the kind of knowledge you are likely to obtain when evaluating 
a program may be a worthwhile activity. 

The first important point to be made is that the gained knowledge and 
understanding are in principle restricted to the program in question. It cannot be 
used to draw conclusions “outside” of this program, although of course the 
findings can be interesting to outsiders as well – or to you when you look at 
what other professional programs have achieved, or failed to achieve. 

In case you are involved as a professional agent being included within the 
evaluation there is now a unique chance of observing yourself in action. This 
thus refers to a kind of knowledge which stems from “evaluated experience” and 
is often described in mystical terms like “silent knowledge”, etc. However, there 
is nothing mystical or peculiar about this type of experience. The reason for 
using terms like “intuition”, “‘silent knowledge” and so on, has nothing to do 
with the specific characteristics of the experience, merely the fact that this kind 
of knowledge is very rarely gathered. It does not involve anything far-fetched, or 
any riddles. 

 

4 

A categorical statement: Within the field of social work there is a constant 
demand for knowledge, more knowledge, and even more knowledge. The 
expectation from the practitioner is to gain knowledge from other experts, from 
the researchers and from the medical field. There is little awareness that social 
work – in the broader sense of the word – is itself creating knowledge through 
the professional activities. Thus, a vast amount of knowledge is first created – 
then lost. 

So, social work regularly is organized for knowledge spoiling! This 
circumstance is especially affecting that type of knowledge we have labeled 
“evaluated experience” – you can often be confronted with experienced social 
workers not being able to transform the experiences to important knowledge 
relevant for their own profession. 

What is needed here is a minimum of ambition to structure experiences within 
your own area, and of your own interaction with your clients. 
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5 

Take the following example: You are working with a single parent, a mother, 
who has refused to send her mildly disabled child to an institution. However, she 
is facing a lot of difficulties such as poverty, no day-care facilities for the child 
and a more or less total lack of any social network. As a social worker you try to 
assist the mother in different ways. You feel sorry for her and you have become 
emotionally involved in your work. You see her regularly; you have found some 
possibilities of providing substantial support, and also, you listen to her when 
she expresses her anxiety over her child. One of the things you may be able to 
assist her with is finding a nursery school for her child. 

The first time you met the mother, you asked her to answer some scaled 
questions (some of these questions have been taken from a questionnaire 
designed by Aaron Antonovsky, e.g. from his book Unraveling the Mystery of 
Health (1987)). 

 

1) Have you felt that people you have trusted have made you disappointed? 

very often                                                                                    never 

 1                 2               3                 4              5               6              7 

 

2) Life is altogether very interesting 

absolutely not                                                                     yes, very much so 

 1                 2               3                 4              5               6              7 

 

3) So far, my life has had no goal and no meaning 

agree completely                                                             disagree completely 

 1                 2               3                 4              5               6              7 

 

4) Do feel that you are being treated in unfairly? 

 very often                                                                                    never 

 1                2                3                 4              5               6              7 

 

5) Do you feel that you lack the strength to live? 

 very often                                                                                    never 

1                2                3                 4              5               6              7 
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6) Do you get help from other people in your current situation? 

 never                                                                                       very often 

 1               2                 3                4               5               6              7 
 
 

It only takes a couple of minutes to answer this little questionnaire. Initially, the 
answers given by the mother are rather sad: 2, 2, 2, 1, 1, 2.  

After a few weeks, you repeat the procedure and now the answers are as 
follows: 3, 4, 3, 1, 3, 5. (You may even do a little piece of statistics to prove that 
the differences between occasions 1 and 2 are unlikely to be due to random 
circumstances.) What you can see is thus a remarkable change for the better! 

It is also of interest to you to be able to interpret the figures, and so, you ask the 
mother to comment on her answers to both questionnaires. She explains that 
your intervention has come as a relief and that she found it extremely helpful to 
be able to relate to another human being who could let her talk and cry. 

So, you include a small piece of qualitative data, and together with the mother’s 
responses to your questionnaire, you now possess a unique possibility to 
understand the nature of your contribution that has given her a more positive 
outlook on life. Small figures – big words! 

This is a very precise example that can never be used for generalizations. What 
we are discussing here is an understanding of your interaction with a distressed 
client. This understanding is exactly what can be understood as “evaluated 
experience”. 

 

6 

We have so far not made the claim that evidence based knowledge (achieved by 
meta analyses, randomized experiments, etc.) can be applied within professional 
social work. There are important exceptions, but it is generally difficult to prove 
that these methods can unequivocally be labeled the best ones. Research 
strategies like the randomized experiment are, however, extremely useful to 
question unjustified claims for methods developed by agencies, unspecified 
“research units”, etc. Heightening the critical awareness of the practitioner in 
this way is a professional achievement of real importance. 
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12.  What to Do with Interviews  
– A Clinical-Organizational Perspective 

  
 

Love Börjeson & Lisa Börjeson 
 
 
 
Interviews – A Neglected Source of Knowledge for Clinical Organizations 

One of the most important tools in clinical work is interviews. The method is 
used throughout the clinical process as a part of screening and planning, as well 
as in the proceeding treatment and follow-up. Interviews are therefore a 
naturally occurring source of knowledge in clinical organizations. The interview 
material provides rich and detailed information about each specific client or 
case, but tends to have a limited effect on the development of the clinical 
organization and its work as a whole. 

The limited impact of interviews from the practice on organizational 
development can be traced to the character of interview material. At the same 
time as interviews provides rich and detailed information, the material may seem 
vast and hard to organize. Consequently interviews have traditionally been 
judged a problematic base for efficient and structured analysis. Clinical teams 
therefore tend to choose other methods, such as questionnaires and quantified 
tests, to analyze and develop their work. Questionnaires and tests can of course 
be informative, but by neglecting interviews as a source of knowledge the 
richness of the interview material never reaches the organizational level. 

This chapter will present a solution to this problem, a method to make use of 
interview material from clinical practice in order to enhance the work of the 
clinical organization. The chapter will describe and exemplify the method of 
indexation, which makes a stringent analysis of interview material possible. We 
will start by a description of the project used to state the chapter’s examples and 
a short discussion of how knowledge can be derived from such a project. Before 
we reach the examples we will go further in to the technique of indexation. The 
examples then illustrates three types of analysis approaches using indexation; 
one test, one evaluation and one exploration/illustration. In connection to each 
example we will discuss the possible organizational impact of each analysis. 
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Indexation – A Method to Make Use of Knowledge in Interviews 

 
A BRIEF DESCRIPTION OF THE INTERVIEW PROJECT 

To state the examples in this chapter, we use an existing interview project. The 
project contains 19 interviews performed by professional clinicians in Early 
Intervention Centers (EIC) in Archangelsk, Kharkov, Minsk, Novgorod and St. 
Petersburg. The informants are clients at these centers. They qualify as 
informants on the basis that themselves and their disabled child take part in a 
center’s treatment program by the time of the interview. It turned out being 
solely mothers being informants in this project, hence the terms “client”, 
“informant” and “mother” are synonymous in the chapter. 

The semi-structured interviews range from 30 to 90 minutes in length. The 
interviewers’ interview guide were processed by master students during the 
course “The practitioner as researcher” at Ersta Sköndal University College in 
cooperation with St. Petersburg Early Intervention Institute (EII), given in 2007-
2008. Questions in the guide concerned the informants’ hopes and expectations 
on life, their own and their child’s problems, their attitudes towards their child, 
the help they had received and the development they had experienced, their 
strategies for coping and their plans for the future. The interviews were 
translated and transcribed in English. The level of exactitude in the 
transcriptions is fairly high. For example pauses indicating hesitations are 
included (“…”) in order to make the mode of the interviewee visible and thereby 
possible to index. Nevertheless, adjustments are made to make the transcriptions 
more easily read. Examples of such can be reduction of the length of the pauses 
and removal of smaller utterances like “ehh”. 

 
UNLOCKING KNOWLEDGE IN INTERVIEWS USING INDEXATION 

Although the questions for the described project were processed during a 
scholarly seminar the resulting interviews turned out different from each other. 
The interviews were conducted in different languages (Russian and Ukrainian) 
before they were translated into English, to begin with. Furthermore the 19 
practitioners used the questions differently in their interaction with the clients. 
Each interview can of course be used by each individual practitioner to analyze 
his/her work, but put side by side, it is a difficult task to derive any general 
knowledge from two or more transcriptions using traditional qualitative 
interpretation. This is a problem related with sheer complexity and heterogeneity 
of the material. A more deceitful fallacy associated with qualitative analysis of 
large sets of interview material like ours, is that almost any intuition you get 
from reading the transcripts can be supported. The material is simply large 
enough to provide quotations to support not only true, but also false hunches. 
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Indexation can handle both the problem with complexity and intuitive fallacies. 
It allows the practitioner and/or the researcher to handle heterogeneous material 
like the interviews described above as one empirical set of data, and it provides 
means to actually test the significance of intuitive hunches, to accept or refute 
them. 

Yet the material is allowed to remain detailed and complex, with the nuances 
necessary to mirror the actual practice. Indexation can thus makes use of the 
quantitative as well as the qualitative features of the interview material; the in-
depth information about a single case can be studied side by side with other 
cases, as accounts of the organization’s work as a whole. Moreover it supplies 
the organization with the means to make its knowledge explicit. This gives the 
interview material an organizational leverage. This possibility of analyzing 
material from the practice in order to ameliorate the organizations work may be 
crucial to organizations with resources too scarce to set up separate research 
projects.  

Finally we would like to point to the possibility to ask questions to the material 
rather than to the informants. The research questions we will describe in this 
chapter are not found in the interview guide and the answers provided are 
extracted indirect from the material. This has two advantages. Firstly, the 
questions are not limited to the ideas and presuppositions underlying the 
creation of the interview guide. This is especially important in an explorative 
project where questions tend to be formulated continuously. Secondly, strategic 
answers can be avoided. In our project, the relation between informants and 
interviewers are also a relation between clients and therapists. The informants 
are thereby dependent of the good will of the interviewer outside the specific 
situation of the interview. The second example we will illustrate in this chapter 
directly concerns the performance of the given treatment. By not using direct 
questions to the informant, answers formulated to satisfy the therapist are 
avoided. 

 
HOW TO CREATE AN INDEXATION DATABASE 

The method of indexation can be described as a far driven form of 
categorization. The categories are based on the content of transcribed interviews. 
The method draws upon influences from a theoretical school called “grounded 
theory” (see, for example, Strauss & Corbin 1990). One of the main features of 
grounded theory is to let the material speak in first hand, instead of starting off 
by imposing ready-made theories upon it. The theoretical aspects of the research 
must, so to say, be ”grounded” in the study of the material.  Grounded theory has 
inspired the method of indexation in its attempts to perform a pre-theoretical 
categorization. 
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Categories and transcribed interviews are compiled in a database where the 
categories are filled with sentences from the transcriptions with matching 
content. This is referred to as coding and is typically done in some kind of 
software environment (several alternative programs exists).31 Creation of 
categories and coding is a highly iterative and interdependent activity, where 
coding yields new categories which in turn requires renewed coding – and so 
forth. The content of the interviews in our exampled yielded 142 categories, 
filled with little more than 40 000 words. A typical category (in our project) 
could be: 

“Stress due to uncertainty concerning child’s health.” 

This category is filled with sentences like the following (also from our project): 

“There were moments when we thought that she would die. But then she 
managed to overcome these conditions and it seemed that everything would be 
all right. Well, that’s why I’m constantly under stress; I’m constantly waiting for 
something to happen.” 

Important to note is that the category is specific and concrete rather than general 
and abstract. Otherwise the analysis would be anticipated during the creation of 
categories. When the structure of categories stabilizes, i.e. when no or few new 
categories are added during the coding, more general and abstract categories can 
be added as a superstructure. The superstructure organizes the already existing 
categories, but it does preferably not contain any sentences itself. The organizing 
categories aims at giving a good overview of the content of the database as a 
whole; in our project they cover the informant’s current life situation, 
satisfaction and problems in life, received help, experienced development, 
attitude towards their child, and the informant’s strategies for coping and 
thoughts about the future. The specific category “Stress due to uncertainty 
concerning child’s health” for example, is organized below the category 
“Problems”. As it turned out however, informants typically had many different 
kinds of problems: problems concerning their child, their family relations, work, 
and last but certainly not least; problems concerning the informants themselves. 
For practical reasons a middle layer of organizing categories was added, 
differentiating between groups of specific problems, resulting in the complete 
categorization for the example above: 

“Problem/Informant/Stress due to uncertainty concerning child’s health.” 

The need for one or more organizing levels of categories is not absolute but 
practical; technically the same kind of analysis can be made with or without any 
superstructure at all. It is on the other hand hard to overview more than 100 
unsorted categories and theorize on their content. Organizing the specific 

                                                 
31  We have in our project used NVivo (www.qsrinternational.com), but several alternatives exist, for example 

MaxQDA (www.maxqda.com). 
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categories in a superstructure of categories helps making sense of the massive 
amount of information gathered in the database, and serves as a first step in an 
analysis. In our example most of the specific categories has two layers of more 
abstract, organizing categories. 

 
QUANTITATIVE FEATURES OF THE MATERIAL 

The filling of words into the categories – coding – provides us with quantitative 
features of the material, since different categories represent different kinds of 
content that are represented unequally frequent in the interviews. Based on the 
assumption that important content are referred to more often during the 
interviews, each category’s importance can be measured by how many words it 
contains: important categories will under this assumption contain many words, 
not so important categories will contain a smaller number of words. This 
assumption could of course be questioned; it gives key utterances the same 
weight as the never ending babble we humans engage in. We have two 
comments to this. Firstly, we would like to point out the risk of automatically 
claiming ability to sort out key utterances from babble. Secondly, we would 
agree to the notion that an analysis based on indexation needs to be 
complemented with in-depth-studies of single quotations, and we actually think 
that indexation encourage this. There is no inherent contradiction between 
studying the quantitative and qualitative features of speech side by side. 

Another quantitative feature is added to the database, so called “attributes”. An 
attribute in our example is a characteristic of the interview – i.e., of the 
informant – such as gender, age, marital status and profession. Coding of content 
to categories is not mutually exclusive, meaning that the same sentence can 
simultaneously be coded to several categories. This provides us with three 
quantitative features; 1) number of words in a category, 2) number of words 
related to a certain attribute, and finally 3) number of words in cross-indexations 
between categories and/or attributes. 

 
Example 1, Hypothesis Testing – Social Aspect of Mother/Child Relation 

 
TESTING FOR DIFFERENCES BETWEEN SUB SAMPLES USING ATTRIBUTE 

AND NON-PARAMETRIC TEST – A HUNCH 

The following is an extract from one of the interviews: 

“But nowadays my situation is very unstable. I'm not divorced yet and I don't 
know where to find new job. And it also relates to the child: I don't know when 
and how she would be able to attend a kindergarten. Only then would I be able 
to hand in an application to receive a divorce. Perhaps after that I will find 
some consolation. He took his belongings and left us. Perhaps today we will 
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apply for the divorce. And after that ...[very long pause]... I know everything, 
but it's very difficult to accept this reality.” / Mother of disabled child, about her 
life situation after receiving a disabled child and being abandoned by her 
husband 

Our hunch, based on the (heart-breaking) extract above, and others like it, is that 
mothers to disabled children who live without husband/partner will be (at least 
to some extent) consumed by family problems and their own mental (love-!) 
problems, leaving less energy for them to focus on their children and children's 
problems. To put the hunch simple: loneliness and family problems are 
crowding out concerns for the child. 

 
A TESTABLE HUNCH 

This is a testable hunch. We can now make use of the quantitative features of the 
material. First we divide the sample in to two groups based on the attribute 
Marital Status. Out of the 19 informants 14 lives with their husband, 5 without. 
Next we will see to what extent informants in the different sub-samples talk 
about different subjects, measured by the number of words coded to relevant 
categories. We will refer to this as allocation of attention. The different groups of 
categories  we are interested in here is Child Problems, Family Problems, and 
Informants Mental Problem (we have to a large extent used the middle layer of 
categories described above as grouping variable). The average allocation of 
attention in the two sub samples are distributed as follows: 

 
Average allocation of attention 

Sub-samples Living with husband Not living with husband 
N 14 5 

Categories Average allocation of attention (no. of words) 
Childs Problem 247 210 
Family Problem 22 136 
Informants Mental Problem 49 87 

 
Table 1. 
 

Our hunch would suggest that the sample living with their husbands should have 
a higher allocation of attention to their child’s problem, and lower allocation of 
attention to family problems and their own mental problems. Looking at table 1, 
this seems to be the case. However, the results must be questioned: since the 
sub-samples are rather small, extreme values in one or two interviews could 
heavily affect the average for the whole sub-sample. There is also a risk that an 
unusually long interview in one of the sub-samples would make the results 
above an artifact of interview size rather than differently allocated attention 
between the groups. These problems can be handled. Allocation of attention for 
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each group of categories, for each interview is related to the length (i.e. number 
of words) of the whole interview. This provides us with a relative allocation of 
attention. Differences between the sub-samples in the central locations (rather 
than their mean) of the relative allocation of attention can be tested using ranks 
instead of standard statistic parameters. Mann-Whitney U-test32 is applicable in 
this case, allowing us to set up a single sided hypothesis test for each of the three 
groups of categories: 

H0: Distribution of the relative allocation of attention has same central location 
for the [category] for both sub-samples. 

H1: Distribution of the relative allocation of attention has lower [higher] central 
location for the [category] for the sub-sample living with their husband.33 

Results are shown in table 2: 

 
Relative allocation of attention  

Sub-samples Living with husband Not living with 
husband 

α  

n 14 5  
Categories Rank Sum  
Childs Problem 10,71 8,00 ,196
Family Problem 8,43 14,40 ,016
Informants Mental Problem 9,57 11,20 ,304

 
Table 2. 
 

Again, looking at the rank sums provided by the Mann-Whitney U-test, results 
seem to confirm our hunch. However, looking at the levels of significance where 
we can refute the zero hypotheses in favor for the alternative ones, we see that 
our hunch is not confirmed. There is no data to support the claim that living 
without a husband results in the families and informant’s mental problems 
crowding out concerns for the child. Though we can see a significantly (α = 1,6 
%) higher relative allocation of attention to family problems among those living 
without husband, this does not seem to affect the relative allocation of attention 
towards the child’s problem. 

In so far, we would like once more to emphasis one of the real advantages of 
using indexation on an interview material: even with the best intentions it would 
have been virtually impossible to disprove our initial hunch without the 
indexation. The material is large enough to provide us with quotations to support 
not only true but also false hunches when using qualitative methods. With the 
statistical test based on the indexed material we can however test and disprove 
of our initial hunch. 

                                                 
32  Mann-Whitney U-test could easiest be described as a non-parametric version of the t-test. 
33  All three tests are single sided, but with different expected direction. 
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Though our initial hunch was disproved, we also got another thing confirmed; 
the marital status of the informants seems to somehow affect the allocation of 
attention for some groups of categories; above we have found one such group, 
family problem. Are there others? Hypotheses tests exactly like those described 
above are put up for the category “Life in Large According to Hopes” and for 
the groups of categories “Relational Attention towards the Child”. The latter 
contains categories where the mother talks about the child (and not exclusively 
the child’s problems or alike) in either positive or negative terms. 

Results are shown in table 3: 

 
Relative allocation of attention  

Sub-samples Living with husband Not living with 
husband 

α  

n 14 5  
Categories Rank Sum  
Life in large according to hopes 11,14 6,80  ,058
Relational attention towards the 
child 

11,79 5,00 ,010

 
Table 3. 
 

That life is not according to hopes for single mothers with a disabled child is 
perhaps not so surprising. Even though the result is not overwhelmingly strong 
(a marginal significant result of α = 5,8 %) it seems to make sense. More 
surprising and more interesting is the highly significant (α = 1 %) result showing 
that mothers who live without their husbands tend to allocate less time to talk 
about their child. Why is this? An answer bordering silliness provides us with a 
useful explanation: perhaps they do not know how to. The rationale behind this 
thought is that maybe a relation to a child needs to be enacted in other adult 
relations to fully develop (explaining why newly become parents constantly talk 
to other adults about their child). 

 
ORGANIZATIONAL IMPLICATIONS 

Should we accept this explanation, it has far reaching implications for the 
allocation of clinical resources provided to parents. The single parent might not 
need numerous expensive therapy hours alone with a clinician, but time to enact 
and develop their parenthood together with other (single) parents. A treatment 
based on this result, focusing on the social aspect of parenthood would reach 
outside the immediate mother-child relation. In practice this could mean 
arranging group-sessions with parents and other attempts to strengthen the 
parent’s network. The result points at a possibility to adapt the treatment more 
closely to the need of the client which enhances the chances of clinical progress. 
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Moreover, the treatment can be made more efficient and make better use of the 
organizations scarce recourses. 

 
Example 2, Evaluating – Involving Clients in the Clinical Work 

To involve the clients in the treatment as “co-therapists” is a part of the espoused 
theories of early intervention treatment. The basic idea is that clients through 
gaining influence over the treatment program should be more committed to 
actively take part in the treatment and contribute with ideas and information.  
Moreover, the treatment should be dependent on how the clients themselves 
describe their problems. This in turn should have effect on the result of the 
treatment. To put it simply: the problems most important to clients (informants) 
should be reflected in the focus of the clinical effort and in the clients 
experienced development. 

In this example we will test if the espoused theories also are practiced. We do 
this by testing the dependencies between client’s problem description and the 
given treatment and experienced development. We can find traces of these 
dependencies in the interviews in the allocation of attention34 to different 
problems, received treatment and experienced development. High allocation of 
attention to one kind of problem should be reflected in high allocation of 
attention to received treatment addressing that kind of problem and in high 
allocation of attention to experienced development for the very same kind of 
problem. We start with a test on a general level for the whole sample, and then 
proceed to test the dependencies on an individual level. 

 
GENERAL LEVEL - AN ENCOURAGING RESULT 

First, three groups of treatable35 problems are defined: 

1. Problem concerning child's physic 

2. Problem concerning child's behavior 

3. Problem concerning informant 

Corresponding groups of categories are defined for received treatment and 
(positive) experienced development: 

4. Received treatment concerning child's physic 

5. Received treatment concerning child's behavior 

6. Received treatment concerning informant 

7. Experienced development concerning child’s physic 
                                                 
34  For a description of allocation of attention see above under example 1. 
35  By treatable problems we mean problems that can be treated by EIC’. This excludes problems concerning for 

example “obsolete notions from surrounding people”. 
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8. Experienced development concerning child’s behavior 

9. Experienced development concerning informant 

For the whole sample, allocation attention is distributed between the groups of 
categories according to table 4: 

 
 Allocation of attention (no. of 

words) 
Problem concerning child's physic 1379 
Problem concerning child's behavior 1699 
Problem concerning informant 2527 
Received treatment concerning child's physic 604 
Received treatment concerning child's behavior 1749 
Received treatment concerning informant 3172 
Experienced development concerning child’s physic 498 
Experienced development concerning child’s 
behavior 1807 
Experienced development concerning informant 888 

 
Table 4. 
 

There is a match between how the informants report their problems and the 
treatment they receive: they both concern the informants own problem. The 
experienced development deviates from this in that it concerns the child’s 
behavioral problems. This is in line with both early intervention theories and 
ambitions: early intervention treatment aims at helping the clients to “become” 
parents. It is to be expected that the biggest problem is related to the client’s 
difficulties with actually being a parent to a disabled child, showing in the high 
allocation of attention to the informants own problems. Here within lies also the 
solution (that by looking at table 4 seems to be the one practiced by the EIC’s): 
by helping the clients to become parents, they are treated as a resource for 
positive development rather than a hindrance. The result is indeed encouraging; 
the treatment clearly benefits the children. 

 
INDIVIDUAL LEVEL – A DISCOURAGING RESULT 

Though the result for the sample as a whole is encouraging, it says little about 
the individual adjustment of treatment in each case. To test this we need to look 
at the influence from client’s problem description to the given treatment and 
experienced development, in each individual case. This can be conceptualized as 
a linear dependency between independent and dependent variables. For every 
group of problem we have three linear dependencies to test, see figure 1: 
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Figure 1. 

 

Since we have three groups of problems we have nine dependencies to test.36 As 
in the case with example one, we have the problem with results that are artifacts 
of something we are not interested in, and again the solution is to use a relative 
allocation of attention.37 

To evaluate the linear dependencies conceptualized above we use least squares 
to estimate a regression line for each of the nine expected dependencies. By 
mathematical necessity a regression line will be produced in each case, but 
before taking the produced lines in consideration for an analysis, we will look at 
the coefficient of determination (r2) which will give us an idea of how strong the 
dependencies are. Results are shown in table 5: 
 
 Kind of… Physical 

(child) 
Behavioral 
(child) 

Informant 

Dependency  Coefficient of Determination 
Problem  Treatment r2=4 % r2=5 % r2=0 % n 
Problem  Development r2=9 % r2=4 % n r2=0 % 
Treatment  
Development r2=0 % r2=2 % n r2=6 % n 

 
Table 5. 
 

Columns in table 5 represent the different kinds of problems, treatment and 
experienced development; the rows represent the dependencies described in 
figure 1. R2 notated with “n” indicate negative dependencies. The results from 
table 5 are both surprising and decidedly discouraging; individual adjustment of 
treatment does not work at all. Clients reported problems do not seem to have 

                                                 
36  Received help is treated as the dependent variable in the first test and as the independent variable in the third test. 

With some cleaver modeling it could be given the role as an intermediating variable in a close-nit model, 
comprising all our nine dependencies. We nevertheless prefer to stick to the crude but stable linear regressions, 
since our sample is rather small. 

37  In this example however, the allocation of attention is related to the other relevant groups of categories instead of 
the whole interview. Allocation of attention to “Problem concerning child's physic” is consequently related to all 
groups of problem: child’s physical and behavioral problem as well as informants’ problem. The same is done for 
the other kinds of groups of categories (received treatment and experienced problem). The reason is that we are 
interested in the distribution of allocation of attention within this kind of groups and how this distribution relates 
to the corresponding distribution within the other kinds of groups. In this way we do not have to worry about 
false dependencies arising from different focuses in the interviews. An interview where the main focus has been 
on problems can thus be compared with interviews where the main focus has been on treatment or development. 
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any impact whatsoever on given treatment or experienced development, nor 
does the given treatment seem to have any impact on the experienced 
development. The given treatment and experienced development seems on the 
contrary to be arbitrary, with such low coefficient of determination in each of the 
nine tests that there is little point of looking at the actual lines. 

 
ORGANIZATIONAL IMPLICATIONS 

What to do with these two, to some extent contradictory, results? According to 
the first result we can state that, on a general level, EIC’ are successful in 
strengthening parents in their parenthood and that this in turn brings a positive 
development for the disabled child. The second result on the other hand shows 
that individual adjustment of treatment is nonexistent. The idea of individual 
adjustment according to the informant’s reported problems have nevertheless 
been an important part of the declaration of early intervention ground rules. Let 
us ponder some of the possible interpretations of these two results and their 
subsequent organizational implications.  

The first alternative is that our tests are somehow flawed, i.e. that one or both 
tests fails to measure what they are set up to measure.  There is however nothing 
that indicates this, and until another test is made disproving this one, we 
conclude that our evaluation is valid. A second option is to let the results change 
our understanding of early intervention and adjust the espoused theory to fit the 
results. The treatment seems to be working even though the individual 
adjustment does not, indicating that the latter is not so important. In practice this 
would mean that the idea of involving clients as co-therapists needs to be 
abandoned or at least significantly re-formulated.  

A third possibility is to regard the combination of these two results as an 
indication of the strengths and weaknesses of the clinical professionals. The 
clinical professionals’ have an impressive and extensive knowledge about clients 
in general showing in the strong result on a general level, whereas they lack 
knowledge about individual clients, showing in the absence of individual 
adjustment of treatment. This point at an option to improve the work of the 
clinical organizations: an amelioration of the individual adjustment would 
eventually also lead to a better general result, all according to the early 
intervention theory. If this third possibility is a correct interpretation remains 
however to be concluded after further research. 

 
Example 3, Exploring/Illustrating – Correspondence between Clients 

Problems and Attitudes 

In example one and two, we started off with a hunch to test and an 
implementation of an espoused theory to evaluate. The resulting test and 
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evaluation were pretty straightforward, as were the answers produced: our hunch 
was either right or wrong; the espoused clinical theory was either practiced or 
not. The interpretations of the results are not straightforward at all, but – as is 
typically the case – produce new questions. 

In the first example we could on the first hand move forward with yet another 
clear cut hypothesis test based on the information gained from the initial result. 
On the other hand, vaguer and more tentative questions were raised as well: 
looking at the result we get a sense that there are interesting associations 
between different kind of problems and different kind of attitudes. At the present 
stage of investigations we do not have the knowledge to be more precise than 
that. To move further we need some kind of technique that allows us to explore 
the material in an open and unprejudiced way. In the first example we cross-
index categories with an attribute. Here we will cross-index groups of 
categories, namely problem categories with attitude categories. Since coding to 
categories is not mutually exclusive we can expect overlaps in the coding, where 
the same sentence is coded to both a problem and an attitude category. An 
example from our project: 

We understand him but sometimes I feel ashamed… not ashamed – I’m never 
ashamed of him – just a little bit awkward. You know there are people who do 
not understand this problem. Just for example they ask him “what is your 
name?” And he would never answer. First of all because he has a difficult name 
and besides… I think he even would not understand the question. He does not 
understand what people do want from him. 

The quotation above is coded to the following categories: 

PROBLEM CATEGORY: Psychological, interaction, development or behavioral 

ATTITUDE CATEGORY: Disappointment, punishment, shame 

The interpretation of this overlap is that there is a correspondence between the 
two categories, between the problem and the attitude.38 The number of words – 
i.e. allocation of attention – in the overlap provides us with a numerical 
measurement of the strength of this correspondence. Applied on the whole 
sample, for all attitudes and all problems, this measurement becomes meaning-
ful, since we then can compare the strength of different correspondences. What 
statistically constitute a case is different with this approach. In the previous 
examples, each interview (i.e. informant) equaled one case. Here words are 
cases, where each word in an overlap is counted as one occasion that contributes 
to the total frequency of correspondence. One implication of this is that we can 
make full use of the material’s thickness – compared with a questionnaire for 
example; our sample is based on fewer individuals who on the other hand 
                                                 
38  It could be argued that this kind of overlap is in fact not a correspondence but a union; that the two categories 

above are not associated but actually the same. Our answer is that the overlap is not a union but an intersection, 
and that intersections are how social categories typically are associated. 
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provide us with a more dense material. Another implication is that there is no 
need to use relative allocation of attention.  

The figures in table 6 are thus the actual numbers of words in each overlap. 
Table 6 gives an overview of important overlaps (italicized and bold values). 
The problem that the informant is not able to leave home and the attitude that 
the child is an obstacle in life for example, correspond frequently (right column, 
row 7):39  

 
 Ambivalence, emotional frustration, 

fatigue 
Child seen as an obstacle for, 

determination of, and problem in life 
General health problem, child 'un-
fitted' for society 

0 47 

Physical 63 0 
Psychological, interaction, 
development or behavioral 279 65 

Treatment and or diagnosis 63 0 
Difficulties to find strategies for coping 
and accepting 

190 0 

Mental health and or fatigue from 
struggle 107 23 

Not being able to leave (home) child 
alone 

78 352 

Not being able to work or study due to 
child 

78 78 

Unable to plan future 0 140 
     
 Sadness, informant suffers and 

worries (over-identify) with child 
Insecurity about child’s condition 
and the ability to manage child 

General health problem, child 'un-
fitted' for society 

0 68 

Physical 155 110 
Psychological, interaction, 
development or behavioral 

81 131 

Treatment and or diagnosis 0 139 
Not being able to leave (home) child 
alone 

0 48 

Stress due to uncertainty concerning 
child’s health 

0 99 

     
 Child seen as a source of strength 

(and not a problem) 
Informant wishes to spend less time 

with child 
Physical 27 0 
Mental health and or fatigue from 
struggle 

0 101 
Not being able to leave (home) child 
alone 

0 206 
     
 Child respected and loved in its own 

rights 
Disappointment, punishment, shame 

Physical 0 39 
Psychological, interaction, 
development or behavioral 

13 83 

Treatment and or diagnosis 0 39 
Difficulties to find strategies for coping 
and accepting 

0 140 

Mental health and or fatigue from 
struggle 

0 35 

Not being able to leave (home) child 
alone 

0 66 

Obsolete notions from people in the 
surroundings 

0 46 

 
Table 6. 

 

                                                 
39  Problem and attitude categories that do not contain any overlap are omitted from the table. 
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Though we get an overview of the correspondence between single categories of 
problems and attitudes, we still lack an understanding of how these 
correspondences relate to each other. This can be displayed in a perceptual map 
using correspondence analysis (see, for example, Hair et al. 2010). 
Correspondence analysis makes use of the discrepancy between expected and 
actual values in each cell in table 6. The discrepancy are normalized using chi-
square distances, and their variance (referred to as inertia) are adjusted to x 
linear dimensions. In our example the analysis is made in SPSS40 with two 
dimensions and symmetrical probabilities (marginal probabilities of both rows 
and columns are used).41 

The result is displayed below in Diagram 1: 

 

 
Diagram 1. 

At first, this perceptual map does not look especially intuitive at all – attitudes 
and problems seem to be scattered all over. An analysis is necessary, typically 
performed in two steps. First, closeness and distances are assessed to see if there 
are distinguishable groups. Grounds for the first step of analysis are both the 

                                                 
40  www.spss.com 

41  For further guidance on determining number of dimensions and choosing probabilities see tutorials in SPSS and 
reference above. 

 problem 
 attitude 
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numerical distances in both dimensions (obtained from output files from the 
software SPSS), the graphical display in the perceptual map and interpretation of 
the categories’ labels. The resulting grouping is nonetheless ultimately a result 
of the researchers understanding of the material.  

Our understanding is added to the perceptual map in diagram 2: 
 

 
Diagram 2. 

 

In diagram 2, our understanding is that problems that are emotionally 
uncomplicated and could appear in any family – general health problems for 
example – are grouped with benign attitudes, whereas problem that are 
potentially emotionally complicated – psychological and behavioral problems – 
are grouped with informants own mental problems and malign attitudes towards 
the child. Severe practical problem are associated with attitudes where the child 
is seen as a problem in itself. 

To complete the analysis, step two is to name the dimensions. This is hard and 
highly subjective, we can merely come up with a suggestion (we suggest the 
reader to do the same!): We would call the first dimension (horizontal) “Indirect 
(left)/Direct (right)”. To the left attitudes and problems are indirect effects of the 
direct problem (child’s condition), to the right both attitudes and problems 
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concerns the primary problem directly. The second dimension (vertical) we 
would call “Benign (top)/Malign (bottom)”. The nature of problems and 
attitudes are increasingly “normal” higher up in the second dimension. To worry 
about, and identify with the child is a normal (and benign) reaction to the child’s 
condition. Feelings of ambivalence, frustration and fatigue are in our eyes much 
more complicated to deal with and, at least potentially, much more malign. The 
indirect attitudes and problems ends up somewhere between the two extreme. 
Though severe, indirect problems and attitudes seem to have a down-to-earth 
and practical solution. 

 
ORGANIZATIONAL IMPLICATIONS 

Grouping of problems and attitudes and naming of dimension could be seen as 
just an exploration of data that could lay a foundation for further investigations. 
If we choose to put more trust to our data, we can look upon the perceptual map 
as an illustration of the different kind of clients. This gives us an idea on how to 
meet different needs. Clients who have children with behavioral problems can 
be expected to somehow interact with these problems in a malign way. Clinical 
efforts should therefore be made to work with those parents’ strategies for 
coping with the situation and their own attitudes towards their child. Indirect 
problems might need indirect solutions – help to organize the parent’s everyday 
life for example, could prevent their problems and attitudes to develop to more 
malign ones. The group of clients with more generic parental attitudes and 
problems may need general reassurance and help to find the right diagnosis. This 
could also be parents who not really need all the resources of early intervention 
treatment, and therefore should be referred to other more basic services. 

 
Discussion 

We have argued that using indexation provides for a stringent and scientifically 
sound method to explore and analyze interview material. The possibilities to 
generalize our results to a larger population must nonetheless be judged limited. 
The reason for this is twofold. Though indexation solves the problem with 
combining heterogeneous interviews into one set of data, the original problem 
with uncertainty regarding the underlying population remains unsolved. We 
therefore see indexation as a method to strengthen our results primarily within 
our sample and it is for this reason we limit the implications of our results in 
each example to the organization. For the clinical organization, this might be a 
problem of lesser (academic) interest. The second reason is more theoretical, and 
we refer here to Bruce Wampold’s (2001) meta-study on psychosocial treatment 
models. Wampold argues – and we agree – that success factors for psychosocial 
treatment are general rather than specific. General factors are factors that could 
appear in any treatment model, such as trust, hope, and sympathy. Specific 
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factors are specific to a treatment model; it could be the form for client 
interviews, number of group sessions per month, etcetera. Specific factors are – 
unlike general factors – easy to measure. They can have an impact on general 
factors, but that impact is contingent to the specific context, be it geographical, 
cultural, organizational, individual or otherwise. To generalize specific results 
from specific treatments based on specific factors therefore gives unpredictable 
results – the specific factors may interact completely different with general 
factors in a different context.  

Since specific factors are easy to measure they tend to dominate the efforts to 
evaluate treatment. As we show in example three however, it is possible to 
challenge this domination. The factors we explore using correspondence 
analysis are, especially in the case of attitudes, general and can appear in any 
treatment situation. A difference is that we look upon general problem factors 
but the method could be applied on general success factors as well. To 
implement evaluation of general factors on a routine basis in the clinical practice 
remains a challenge ahead. 

 
Summary  

One of the most important tools in clinical work is interviews. The method is 
used throughout the clinical process as a part of screening and planning, as well 
as in the proceeding treatment and follow-up. The limited impact of interviews 
from the practice on organizational development can be traced to the character 
of interview material. However, by neglecting interviews as a source of 
knowledge the richness of the material never reaches the organizational level. 
This chapter presents a solution to this problem, the method of indexation which 
makes use of interview material from clinical practice in order to enhance the 
work of the clinical organization.  

The method can be described as a far driven form of categorization. The 
categories are based on the content of transcribed interviews. The method draws 
upon influences from a theoretical school called “grounded theory”. Categories 
and transcribed interviews are compiled in a database where the categories are 
filled with sentences from the transcriptions with matching content. This is 
referred to as coding and is typically done in some kind of software 
environment. The coding provides us with quantitative features of the material, 
since different categories represent different kinds of content that are 
represented unequally frequent in the interviews. Another quantitative feature is 
added to the database, so called “attributes”. An attribute in our example is a 
characteristic of the interview – i.e., of the informant – such as gender, age, 
marital status and profession. Creation of categories and coding is a highly 
iterative and interdependent activity, where coding yields new categories which 
in turn requires renewed coding – and so forth.  
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To state the examples in this chapter, we use an existing interview project. The 
project contains 19 interviews performed by professional clinicians in Early 
Intervention Centers (EIC) in Archangelsk, Kharkov, Minsk, Novgorod and St. 
Petersburg. The informants are clients at these centers. We argue that using 
indexation provides for a stringent and scientifically sound method to explore 
and analyze interview material. We also discuss and point to the possibility to 
explore general (rather than specific) factors influencing the clinical work. We 
achieve this by using correspondence analysis to assess vague associations 
between attitudes and diagnosis and/or clients reported problems. 
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13. Assessment in Early Intervention 
  
 

  Inna Chistovich 
 
 

But if it is true that the act of observing changes the 
thing which is observed, it’s even more true that it 
changes the observer. 

Terry Pratchett: Soul Music 
 
 

This chapter has two main goals. The first one is to present the contemporary 
ideas about good practice of assessment in early intervention. What should be 
assessed and with what aims? What kinds of methods are suitable? What are the 
most discussed problems and new trends in assessment?  The second goal is to 
discuss the “real life” practice of assessment, as described in the literature, and 
as implemented by five early intervention teams (EII, Archangelsk, Minsk, 
Novgorod and Kharkov). 

The description of the assessment practice of the teams is based mainly on the 
essays the teams have written for the course “The Practitioner as Researcher” at 
Ersta Sköndal University College, and on the teams’ interviews (chapters 15 and 
16).  

It is generally agreed that the assessment in early intervention should be based 
on the same principles as the EI practice on the whole. The child should be 
viewed not as a sum of distinct functions but “in whole”, in the context of her 
environment and life situation. Early intervention is “family-centered”; the 
parents should take part in early intervention programs (including assessment) as 
equal members of EI teams. It follows that the goals, the process, and the results 
of each assessment must be clear to all the team, including the parents. 

Yet, it seems that the assessment methods change much slower than other parts 
of EI work: 

Professionals and families have promoted some notable changes in assessment for 
young children with disabilities since the early 1980s. Yet, these changes are meager 
in comparison to fundamental transformations witnessed in early intervention/early 
childhood special education: use of natural settings, developmentally appropriate 
practices and family-centered methods. In this respect, assessment for early 
intervention has been delayed in its own development. (Bagnato 2007) 
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Much of the current discourse about good assessment practice revolves around 
the words “authenticity”, “utility” (or “linking assessment to intervention”), and 
“universality”. As Bagnato (2005) puts it,  

[the] emerging transformation in early childhood measurement is based on three main 
features: authenticity, utility, and universality. Authenticity refers to natural 
expressions of the functional capabilities of individual children recorded in everyday 
settings and routines (e.g., home and preschool) using the ongoing natural 
observations of knowledgeable parents, teachers, and other caregivers. Utility 
emphasizes the overarching purpose of assessment for early intervention: the 
identification of individual child capabilities so as to plan and evaluate the 
effectiveness of individualized goals and strategies for instruction and therapy. 
Universality highlights the fact that assessment must be applicable to all children, 
irrespective of functional limitations. 

  

The use of traditional norm-referenced scales is severely criticized because they 
do not possess these features (e.g., Neisworth & Bagnato 1992; Bagnato 2007). 
They are not authentic: the child has to perform specially designed tasks in 
unusual circumstances. It is very difficult and sometimes impossible to use them 
for disabled children. At best, they seriously mismeasure such children. For 
example, a deaf child will get very low scores on Bayley Mental Scale (Bayley 
1993), which is presumed to measure general cognitive abilities, because many 
items have to do with hearing or speech. The child with motor difficulties will 
get low scores because she physically cannot build towers of cubes, not because 
she does not understand the idea. The utility of such scales is also questionable, 
as it is difficult to connect the assessment results to the objectives of an 
intervention program. 

One class of assessment instruments that are by definition closely linked to 
intervention is curriculum-based measures. In this case the content of 
assessment and program items is identical or very similar. A large number of 
such assessment-intervention systems is described and discussed by Bagnato 
(Bagnato et al. 2009).  

Assessment in early intervention has three main goals: Eligibility determination, 
planning of intervention program, and monitoring the progress. At the level of 
eligibility determination the traditional standardized tests with well-known 
psychometric qualities are widely used to establish the presence or absence of 
developmental delay in several areas. The use of authentic (curriculum based or 
other) instruments for eligibility determination is very debatable, because their 
psychometric qualities are usually low or unknown. Still, AEPS (Assessment, 
Evaluation and Programming System) (Bricker 2002) seems to be an exception 
to this rule. The special form of AEPS, AEPS:E (Assessment, Evaluation and 
Programming System for Eligibility) developed by Macy (Macy et al. 2005) is a 
hybrid system: it is made up of goals in six developmental areas, closely 
connected to curriculum, but it provides also numerical scores that can be used 
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for determining eligibility. According to Macy (ibid.), the ability of AEPS:E to 
identify correctly the eligible children was extremely close to that of several 
traditional standardized tests. 

The curriculum-based measures are useful in setting intervention goals. They 
also allow monitoring the progress of individual children, clearly showing what 
skills and competencies the child has mastered. Yet, the curriculum-based 
measures, in common with many other authentic and useful instruments, do not 
allow assessing the rate of change (growth rate). They do not show if the child is 
developing faster or slower than she was developing previously, and this is a 
very important question for EI practitioners (McConnell 2000).  

Curriculum-based instruments are easy to use in the classroom situation, but 
early intervention for most part takes place at home, and no fixed curriculum is 
used. Usually, the EI team meets the family about once a week; the 
implementation of the program depends mostly on the parents, and it is 
extremely difficult to include a standard curriculum in your everyday life.  All 
the families have different life-styles, different values and goals, and an EI 
program that is not in harmony with them has little chance of success. The 
evident answer to this problem is to fit EI programs into existing routines of 
everyday life: family meals, bathing, visits to relatives, etc. The routines-based 
intervention and routines-based assessment intimately connected to it are widely 
discussed in the literature (Bernheimer & Keogh 1995; Bernheimer & Weismer 
2007; McWilliam 2005; McWilliam et al. 2009). The routine-based assessments 
are indisputably authentic, closely linked to intervention, very individualized 
and flexible. An example of such assessment instrument is the Routines-Based 
Interview (RBI) (McWilliam 2005; McWilliam et al. 2009). It is a structured 
interview during which a parent is asked to describe the daily routines of the 
family life and the details of the child’s participation in these routines. After the 
interview the parent and the interviewer together review the notes and select 
several intervention goals; the parent is asked to order the goals according to 
their importance. RBI produces ample information, both about the child’s 
developmental status and about the families’ needs, feelings and priorities. The 
results of such an assessment are immediately transferred into intervention goals 
and plans. Another very similar instrument is The Canadian Occupational 
Performance Measure (COPM) (Baptiste et al. 1993), designed initially for 
occupational therapists but, with some modifications, successfully used by 
multidisciplinary EI teams. 

Both qualitative and quantitative assessment methods can have the features of 
authenticity, utility, and universality. Even the much abused norm-referenced 
scales can be authentic instruments if, for example, they are based on 
questionnaires for parents, describing the child’s behaviors in everyday life 
(KID Scale, CDI, and their Russian versions KID<R> and RCDI; Reuter & 
Woznniak 1996; Ireton 1992; Chistovich et al. 2000; Shapiro & Chistovich 
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2000). Such questionnaires are also useful for the intervention program, as they 
can suggest to the practitioners the nearest intervention goals. Some pains were 
taken to make computer realizations of KID<R> and CDI useful for goal setting 
and for monitoring the progress. The items in each developmental area can be 
viewed in the typical developmental order. The skills that the child have or have 
not mastered can be viewed separately; it is also possible to select the skills the 
child has acquired or lost since the previous assessment. The numerical results 
are given both in relation to age peers (percentiles and standard scores) and in 
developmental ages, which allow to estimate the growth rate in developmental 
areas. 

Another type of authentic quantitative methods that can be useful employs 
frequencies of observable behaviors in natural or almost-natural situation. For 
example, Early Childhood Research Institute on Measuring Growth and 
Development has developed a set of Individual Growth and Development 
Indicators (IGDI’s) that reflect individual children’s progress toward general 
outcomes in several areas (communication, movement, social, problem solving, 
parent-child interaction). The Early Communication Indicator (ECI) 
(Greenwood et al. 2003) is designed to measure infants’ and toddlers’ expressive 
communication. The child plays with a familiar adult and a set of toys for 6 
minutes. The child’s gestures, vocalizations, single-word utterances and 
multiple-word utterances are counted, and then added together to obtain a total 
communication score.  

The other IGDI’s are constructed according to the same principle. The IGDI’s 
are meant to be used frequently and systematically, to monitor the child’s 
“growth curve”. 

The problem with IGDI’s is the short period of observation: any 6 minutes can 
be very unrepresentative of the child communication and other abilities. On the 
other hand, scoring of long observation periods is very time-consuming, and 
cannot be used in everyday early intervention practice. Recent technological 
advances help to solve this problem. An example is the automated vocal analysis 
system named Language Environment Analysis (LENA). (Xu et al. 2008). The 
LENA system consists of digital sound recorder and language analysis software. 
The child’s vocalizations and her language environment are recorded 
continuously for up to 16 hours. The speech recognition algorithms differentiate 
speech and child’s speech-like vocalizations from other sounds. The LENA 
system software generates automated measures of three major components of 
the child’s language environment: child vocalizations (frequency and duration), 
adult word counts, and conversational turn counts. Besides, any interesting time 
interval (for example, the period when the child was communicating most 
actively) can be easily localized and analyzed further “by hand”.  
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LENA begins to be widely used in child communication research, for example, 
(Warren et al. 2009) studied with its help the vocal production and the language 
environment of children with autism. It seems evident that very soon LENA and 
other such devices (for example, gaze tracking devices) will become standard 
assessment instruments in early intervention. 

All of the above concerned the types of assessment methods. Another very 
important feature of good assessment practice is its regularity:  

Different types of data from varied sources must be collected to provide a realistic and 
holistic view of the child. These diverse data sources must also be integrated at the 
level of analysis to get an overall view of child strengths and needs. At the same time, 
any data collection system must be sustainable. The most elegant data collection and 
evaluation system is of no use if it cannot be implemented regularly. (Schwartz & 
Olswang 1996) 

 

In parallel with formulating the principles of good assessment practice, the 
researchers began to ask themselves how these principles correspond to real life, 
how the early intervention practitioners understand and employ them, what 
types of assessment they find useful and convenient, and what is superfluous or 
difficult to implement. 

Keilty (Keilty et al. 2009) investigated the use of authentic assessment methods 
in US early intervention agencies. 73 people from 7 agencies took part in focus 
groups and discussed their general perception of such methods and their use of 
authentic methods at the different stages of early intervention programs. 

It emerged that all the practitioners approved of the authentic methods and used 
them in practice, though many of them never had heard the term, or associated it 
only with definite curriculum-based instruments. All of them used such methods 
as interviewing the parents and observation of the child and the family in their 
home. Many of the practitioners relied more on their own observation of the 
child, and did not quite trust the data supplied by the parents in the interviews. 

The practitioners thought that the authentic methods were the least reliable at the 
stage of eligibility determination. In this case they were inclined to use the 
traditional standardized scales, supplemented by their own observation of the 
child and by the parents’ interview. It should be noted that they often used 
standardized instruments in a “non-standard” way, using authentic strategies to 
score the items, even if the administration protocol did not allow it. 

The information obtained during the eligibility determination was used for 
developing the initial program plan. The practitioners found this information 
insufficient. The results of standardized testing were quite useless for 
determining the program goals and strategies. The interviews were often focused 
on identifying family concerns and priorities, and did not contain enough 
information about the child. Later, when the plans were reviewed, the 
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practitioners used a variety of authentic assessment methods, including 
curriculum-based instruments, discipline-specific instruments, naturalistic 
observation, and interviews. 

The practitioners ordinarily monitored the progress using observation and 
interviews, in some cases supplementing them with curriculum-based 
assessment. Only a few of them mentioned importance of objective data 
collection. As one of the participants said, “I think one of the difficult things . . . 
is making sure you’re keeping data a little bit more quantitatively. I think one of 
the things with more authentic, you kind of get into more [writing], ‘he did 
better’.” It seems that the standardized instruments were never used for 
monitoring. The same lack of objective data on the child progress was found in 
England (Martin et al. 2003). Of 75 children with autism, only 9 percent had 
follow-up assessments that could be used to evaluate progress. 

In general, the practitioners noted that their ability to use authentic methods 
depends on their relationships with the families and on families’ culture, 
language, socioeconomic status, and interaction style. All the participants 
understood the importance of respecting differences in family life-styles, but 
they admitted that their own cultural beliefs sometimes impede authentic 
assessment. 

Another study explored the practice of assessment in Finland (Kovanen 2001). 
The results showed that, while the practitioners accepted in theory family-
centeredness of early intervention, in practice they concentrated on the child and 
her condition. Assessment was generally understood as descriptions of a child's 
developmental level, problems, strong and weak areas, skills and difficulties 
under standardized conditions. The parents took little part in the assessments, 
they were considered just as sources of rather unreliable information. The 
professionals’ own observations were considered objective information. The 
program plans were very weakly connected to assessment data. 

The assessment practices of five EI teams described in chapter 16 have some 
common features with the examples cited above, and in some ways differ from 
them. 

The teams organizationally belong to different systems (see chapter 15): 
medical, social, educational, or private. Thus they have different reporting 
requirements that influence to some extent their assessment and documentation 
practices. Still, the teams are very close to each other ideologically, as they 
studied early intervention together, they communicate constantly, and, as a 
result, they have very similar approach to assessment. Their problems in this 
respect are also quite similar.  

The first assessment task of EI team is eligibility determination. All the teams 
use approximately the same gate-keeping procedure called “primary meeting”. 
The details of the procedure vary for different teams and for different periods of 



 

149 

 

their existence: it can be executed by one team member (a pediatrician) or by 
two of them, they can meet with the family in the EI center (usually) or at home. 
The specialists discuss with the parents their concerns, problems, and 
expectations from EI. The pediatrician assesses the child’s physical status and 
carries out the screenings of hearing and vision. The child’s development in 
several areas is assessed with the help of norm-referenced scales KID<R> or 
RCDI, mentioned above (Chistovich et al. 2000; Shapiro & Chistovich 2000), 
supplemented by the results of direct observation and the parents’ interview. The 
preliminary decision about eligibility and the type of program (intensive or 
observation) is made at the primary meeting, but it can be modified after 
discussion with the whole EI team.  

The primary meeting is a rather standard procedure, and it produces only 
preliminary information for intervention program. The practitioners use more 
individualized assessment techniques to develop and to monitor an individual 
intervention program. Early interventionists need to understand and to describe 
the child’s situation comprehensively: the functioning of the child’s organism 
and the environmental variables (physical and social) that influence her 
development. The description must, according to EI principles, be 
understandable to all multidisciplinary EI team, including the parents.  In 
general, all 5 EI teams think along the lines of ICF (International Classification 
of Functioning, Disability and Health, WHO, 2001), though the teams differ in 
their use of ICF per se.  

According to ICF, the description is given from the point of view of  

- an organism, i.e. structure and function of a body of the person,  

- activity of the individual,  

- his participations in life of the society. 

Minsk team has the most experience of using ICF. They found that ICF 
description of the child and her situation is useful at all stages of early 
intervention: setting and modifying program goals, monitoring the progress, and 
effectivity assessment. ICF description can include both quantitative and 
qualitative characteristics. “Naturally, many things are rather difficult to 
measure, so most often we describe the different spheres of the child’s life 
qualitatively. And we look what changes took place in these spheres after some 
time interval, and what they were connected to…We try to set the goals aimed 
on the child’s activity and her participation in life” (Minsk team interview). One 
of the good sides of ICF, according to the Minsk team, is that their medical 
bosses understand and accept this language. On the other hand, comprehensive 
ICF description is very time-consuming, so they use it only for some children 
with complex problems. 
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Still, within the general ICF ideology, there is a lot of freedom as to what 
exactly must be assessed and in what detail. It depends both on individual child 
and family, and on the priorities and inclinations of the concrete EI team. Do 
they think more about developing child’s skills, or about relations between 
mother and child, or about normalization of the family’s life? As a member of 
the Minsk team said in the interview: 

“What to assess? It is even more complicated question than the procedures of 
assessment…If we know what and whom we assess, then the procedure of 
qualitative assessment is not so complicated…As we are working in the 
healthcare system, the central figure for us should be the child, her situation, her 
problems, and we should build our assessments mainly on this. But if we talk 
about us as an early intervention organization, then such assessment is not 
sufficient. We need to assess some other parameters. It is assessment of the 
situation within the family. It is, probably, assessment of our interaction within 
the team and with the parents. And, in general, assessment of the child’s and 
family’s life situation in the context of the society. And we have difficulties with 
that…The goal to which we were moving for a long time, and still have not 
reached, is normalization of the child’s life. Only recently I began to ask myself: 
really, how much would the life of the child and the family differ from their 
present life if this child were absolutely healthy and had no disabilities? And I 
began to ask the parents these questions. And we started to plan our help – 
sometimes, not every time – according to their ideas of normal life for the child 
and the family.”  
 

All the teams are well experienced in assessing the child development and 
monitoring the child’s progress. They use a wide range of methods, both general 
and narrowly specialized, and choose the methods according to the needs and 
problems of the particular child. For example, the Archangelsk team describes 
their rules for assessing communication in the following way. If a child has only 
a slight delay, and is included in the observation program, the assessment is 
limited to periodic employment of KID<R> (or RCDI – depending on age) plus 
discussing the child’s communication with the parents. If the problems are more 
severe, there will be more in-depth interview with parents, analysis of 
videotaped child’s communication and her interaction with mother; if necessary, 
the specialized instruments for children with autism spectrum disorder will be 
used. In the case of a child with severe multiple disabilities the assessment will 
include also a very detailed parents’ interview (or diary) describing the child’s 
means of expressing desires and feelings, the situations in which it happens, the 
parents’ comprehension of the child’s signals, etc. 

Only one team (Kharkov) employs systematically a curriculum-based 
assessment method (the above mentioned AEPS). All the others rarely work with 
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curriculums, and, accordingly, do not find the curriculum-based measures very 
useful.  

The members of all the teams frequently voiced the opinion that they do not 
have good instruments for assessment (quantitative or well-structured 
qualitative) of nonverbal cognitive abilities of small disabled children. The 
instruments for assessment of motor development or of communication are more 
numerous. For cognitive abilities, they have to rely mostly on the not very 
structured observations in the natural or specially constructed settings, and on 
conversations with parents. 

Two quantitative tools (KID<R> and RCDI) all the teams use systematically and 
for all the children. These scales are used both for eligibility determination 
(according to standard score), and for measuring the child’s progress during the 
program (the progress is usually described in terms of developmental age). In 
contrast to US and English practitioners described in (Keilty et al. 2009; Martin 
et al. 2003), our teams have some objective data of the child’s progress that even 
allows them to estimate the growth rate in developmental areas. 

Other quantitative instruments are used sporadically and sometimes in the 
“qualitative manner”. For example, EII team used from time to time the Bayley 
scale (Mental) (Bayley 1993) to understand better the children’s cognitive 
abilities. The main interest lay in seeing what the most difficult tasks a child 
could execute were; the Bayley scores, in the few instances when they were 
obtained, were not put to any use.  The exact protocol of items presentation and 
scoring was not always followed, just like in (Keilty et al. 2009). 

The observation results are usually described qualitatively. EII team made some 
attempts to quantize the child’s communicative behaviors observing her 
interactions with mother, but never introduced it in the regular assessment 
practice. 

In whole, all the teams use a wide range of authentic methods of assessment of 
child development. The problem is that the more comprehensive (and time-
consuming) these methods are, the less systematically they are used. For 
example, it often happened at EII that the detailed qualitative assessment of 
child communication was done only once during the program. 

Assessing the child’s environment, the parents’ views and priorities, and 
monitoring the program’s influence on the life of the family the teams consider 
more difficult than assessing the child development.   

All the teams use questionnaires to assess the parents’ needs and expectations at 
the beginning of the program, and the parents’ views on the program 
implementation. Of course, the questionnaires do not produce very detailed 
information. “At first we tried to use the questionnaire about the parents’ opinion 
of the program only for severely disabled children, now we give it to everybody. 
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But we found that not all the parents can do it. Sometimes they do not answer it, 
or they write only very formal things. They can tell much more /in 
conversation/” (Archangelsk interview). Besides the questionnaires, the teams 
use interviews, focus groups, informal conversations with parents. Probably the 
most systematic in this respect was the Novgorod team (Novgorod essay) who 
worked out the yearly timetable. It began with the questionnaire about the 
family needs, then followed two interviews discussing the mutual responsibility 
for the program and the possibility to share experience with other families. 
Another questionnaire concerned the parents’ opinion about the professional 
qualities of the team members. Two focus groups were held to study the parents’ 
satisfaction with the program. At the end of the program the parents were given 
the questionnaire about changes in their life and their views of the better future 
for themselves and for the child. 

The detailed assessment of the child’s environment and the parents’ needs and 
priorities is usually done through observation during home visits and while 
discussing with the parents the program plans. Sometimes more structured 
instruments are used. For example, EII team employed The Canadian 
Occupational Performance Measure (COPM) (Baptiste et al. 1993). They found 
it very useful for setting the program goals, but too time-consuming to use it 
systematically. 

The most difficult problem, according to the team members, is to assess the 
influence of an EI program on the life of the family in general. In some cases, 
especially when the child is very severely disabled, some normalization of the 
family life is the only possible indicator of the program success. The teams had 
not yet quite figured out how to describe and capture this normalization process. 

In part, this difficulty is connected to internal contradiction that exists between 
the goal of “normalization” and the general early intervention principle of 
respecting and accepting cultural and individual diversity of life-styles. Just like 
American practitioners (Keilty et al. 2009), our team members began with their 
own common sense notions of “normal and right” way of life and family 
relations. All the talk about “respect and accepting” stays mostly lip service 
while the practitioners observe and assess the family from the outside. The early 
interventionists often observe the families practically from inside, they develop 
very close relationships with their clients, and it seriously widens their ideas 
about normal and acceptable. In the same way, the close observation of the child 
often dramatically changes the observer’s perception of the child’s abilities.  
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14. The EII story 

 
 

Elena Kozhevnikova & Natalia Baranova 
 
 
 

This chapter is not a glossy success story, but the part of this book where we try 
to map out what happened and to interpret the current critical situation in a 
constructive way. The story has been told before from other perspectives, for 
example in Jonas Alwall’s account in the book Early intervention for Disabled 
Children in Russia (2008). That was a story told from a Swedish point of view, 
emphasizing the role which the Swedish support organization Sida played in the 
events.  
 

The First Phase 

The St. Petersburg Early Intervention Institute (EII) was born out of an idea to 
start a program in Leningrad for hearing impaired infants. At the time, speech 
researchers from the Pavlov Institute of Physiology had realized how critically 
important a baby’s first couple of months are to speech acquisition. Recent 
international publications had reported on the topic, stating that children learn 
the basics of speech as they are subjected to active communication by people 
around them, and they need to hear to be able to develop their own speech. At 
the time (the latter part of the 1980’s), hearing loss was usually not detected in 
children younger than three years of age, which meant that the children missed 
out on this critical initial period with the result that they often became dumb. 
The first task of EII was very specific: “Find information about infants’ auditory 
screening and assessment methods, and help existing health care services 
implement these.” 
 

The Second Phase 

During EII’s next phase, the perspective was broadened. This was when the 
decision was taken to develop early intervention programs for children with 
different kind of disabilities. There were two reasons behind this decision. 
Firstly, we found international literature stating that early intervention is an 
effective method for infants with Down’s syndrome and for young children with 
cerebral palsy and multiple disabilities. Secondly, when we started to investigate 
what kind of programs existed for these children, we found that the only form of 
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support they could get was to be placed in infants’ homes. After visiting infants’ 
homes, we took two decisions: 1) to help the staff to improve the situation for 
the children in the homes, and  2) to develop our own early intervention program 
and start working together with parents and children. 

In 1991, EII signed an agreement with the Dzerzhinsky district administration 
regarding developing early intervention services in the district; EII was 
responsible for developing methods and organizing the educational side of 
things, and the district for financing the “early intervention” unit at one of the 
local preschools. In 1992, an early intervention multi-disciplinary team started 
working at the EII clinical preschool. The same year, EII got the space and 
financing to develop “early identification, diagnostic and treatment methods for 
infants and young children with hearing impairments, visual impairments and 
motoric impairments, as well as delayed speech and cognitive development” 
(according to the so-called St. Petersburg City High Priority Social Infant 
Habilitation Program). The Dzerzhinsky district gave EII a floor at a children’s 
hospital. The city of St. Petersburg paid for repairs, furniture, etc. and provided 
some money for developing methods. It was decided that the “clinical 
preschool” would be responsible for developing treatment methods and EII for 
screening, assessments and diagnostics. 

During this phase, EII could be characterized by the following: 

• a loose-knit staff organization: more than twenty professionals 
(physiologists, neurologists, psychologists, special teachers, speech 
therapists and pediatricians) were working part time. There was also a 
lack of communication between them, so no one was controlling the flow 
of children; 

• a close cooperation with the “clinical preschool”; 

• the development of screening instruments for vision, hearing and 
development, and the collection of data to get Russian norms for the 
American Kent Infant Development and Child Development Inventory 
scales; and 

• establishing contacts with universities and clinical services (LHS (the 
Stockholm Institute of Education) in Sweden, the Anna Freud Centre in 
the UK, Berkilid Special Education Center in Norway) and inviting 
professionals from Western Europe and the USA to lecture in St. 
Petersburg, as well as organizing study visits abroad for staff from EII and 
the “clinical preschool”. 
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The Third Phase 

During the third phase, the EII professional team was created, and efforts were 
made to create a structure encompassing clinical work, education and research. 

In 1996, Sida supported a project called “Development of the EII” and Bengt 
Börjeson, then vice-chancellor of LHS, was appointed EII supervisor. To 
stabilize the clinical programs, the following measures were taken: 

• eight professionals were allocated financial support from Sida, which 
enabled them to work full time at EII; 

• EII separated itself from the “clinical preschool” and preschool 
professionals stopped working with children at EII; 

• regular and recurring supervisions (once every three-four weeks) were 
started; 

• small-scale research projects analyzing the organization of clinical work 
at EII were carried out (“To be or not to be in the EII” by Tatyana 
Vassileva, “Scales of Justice” by Inna Chistovich, “How do we see the 
family project” by Tatiana Morozova and Ekaterina Klochkova, “Practical 
work in the EII: One month of our life” by Inna Chistovich, Svaytoslav 
Dovbnya and Tatyana Vassilieva). 

 

The reports were discussed during supervisions, and as a result, clinical work 
changed radically. The gate-keeping procedure, for instance: a 
psychologist/special teacher started to work together with a pediatrician; KID 
and CDI scales were processed at the beginning of the session and the results 
were discussed with the parents. (Previously, parents had had to come to EII 
three times: first to get a questionnaire, then to return the answer sheet and 
finally, to get the results. Moreover, the results were often provided by a 
receptionist who was frequently the one deciding on where to refer the child!). 
Staff meetings were organized once a week, during which gatekeepers were able 
to present information about the children they had seen the previous week and 
discuss individual children’s program details with their colleagues (such as who 
should be the main specialist, what kind of assessment were needed, etc.). Also, 
the intervention programs were now being discussed and assessed, which later 
resulted in weekly internal supervisions. As research had showed that parents 
had very limited knowledge of the EII programs and the specialists working at 
EII, a booklet describing the EII programs was published. Furthermore, the most 
serious gaps in the EII programs were defined as being a lack of instruments for 
assessing socio-emotional development and a lack of working with children 
from families with psycho-social problems. 
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Efforts were also made to structure the educational work. One of the examples, 
beginning in 1998 when the city of St. Petersburg decided to open early 
intervention units at polyclinics for children, was the education of the staff of 
such units. The education at the time consisted of a one-month course dealing 
with the developmental phases of young children and screenings and programs 
for children with different kind of disabilities. This course was followed by 
weekly supervisions consisting of two parts: interdisciplinary team supervision 
(where one of the polyclinics was presenting a case), and specialized supervision 
for physical therapists, psychologists and special teachers/speech therapists. 
Weekly supervisions lasted from 1998 to 2003. After this, when city financing 
ended, they were run once a month until 2007. 

The other example is the education of staff at residential institutions for mentally 
retarded children. Why residential institutions? Because so far, EII had had two 
primary goals: to improve the situation at the residential institutions and to help 
parents keep their children at home. 

A very different example is a three-week intensive course dealing with children 
with functional disorders and psycho-social handicaps for students from 
Malmö.42 The students were “child attendants” who were taking part in a one-
year program with a special emphasis on children with functional disorders. 
Important parts of this program included courses on how to deal with children 
with “special needs”, e.g. children with a non-Swedish ethnic background. The 
responsibility for the one-year course was laid upon the University College of 
Malmö, and EII was responsible for the majority of the practices of this course.  

The first fundamental element of this course was an ambition to study the 
situation of disabled children together with the students based on the questions 
we all considered relevant. 

The second important element of the educational working model was the 
creation of the pedagogical unit, which was meant to enable teachers and 
students to make joint observations and documentations of the care situation for 
the child. In practice, this meant splitting the group of fifteen students into three 
smaller groups. Each sub-group had a teacher from EII at their disposal during 
visits to the relevant institutions (preschools, infants’ homes and residential 
institutions for mentally retarded children). The students visited every place of 
practice at each of the institutions where they practiced for a week, which is, 
admittedly, a very short time. We tried, however, to go through every pedagogic 
situation in such a way that every student had a possibility of meeting individual 

                                                 
42 Берьесон Б., Кожевникова Е.В., Баранова Н.Ю., Морозова Т.Ю., Гордость и предубеждение. Обучение 
как деконструкция – раннее вмешательство в России в качестве иллюстрации. В: Нет необучаемых детей ! 
Книга о раннем вмешательстве (под ред. Кожевниковой Е.В. И Клочковой Е.В.), Санкт-Петербург, КАРО, 
2007.стр.312-344. (Borjeson B., Kozhevnikova E., Baranova N., Morozova T., Pride and prejudice. Education as 
deconstruction - early intervention in Russia as an example. There are no uneducable children! The book about 
early intervention. Ed. by E. Kozhevnikova and E. Klochkova, St. Petersburg, KARO, 2007.) 
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children; to communicate and play with these children; to comfort them when 
they were sad and change their diapers when they were wet. This was the third 
important part of the pedagogic structure of this course. 

But there was also a demand for the student to produce a documented 
description of the situation of the child. This was supposed to include an account 
of staff attitudes and to describe their way of treating the child and so on. Some 
of the observations were made with the help of videotapes, which greatly 
facilitated discussions with both teachers and fellow students. Of course, there 
are certain risks involved in the kind of “practical education” we provided 
during this course. One risk is that of “over-identifying” with the child you care 
for. The student can become so upset that they project their feelings towards the 
“wrong-doers”. Separating children from a “new” carers, when they may – 
possibly for the first time in their lives – have shown signs of recognizing 
another person, can also be described as detrimental. Not surprisingly, there 
were cases of over-identification. Many of the students on the course talked 
about going back to Russia in order to work at an infant home or a residential 
institution to try to improve the conditions there. Other students wanted to 
become a godparent with an aim to be able to invite their godchild to Sweden 
for short visits. It is easy to describe these reactions as “unprofessional”. But are 
they? Is a heartfelt engagement in a disabled child who has been neglected in the 
institution in which it is doomed to remain, an “unprofessional attitude”? 

The fourth important element of our pedagogy was the way in which we carried 
out the examinations of the students. We did not demand a traditional account of 
the acquired knowledge. What we required was that each student provided an 
account of and an interpretation of the situation for an individual child. This 
account was to consist of exactly the same documentation that was produced at 
the institutions, e.g.: “Why had the child been placed at an institution? What 
about his/her immediate situation? Which were the possibilities for a positive 
development of this child? Which conditions were considered necessary for such 
positive development to occur? What was the likelihood of such positive 
development?” The teachers considered the demands of the examination to be 
considerable, but almost all the students were of the opinion that the demands 
were fair and relevant and regarded the discussions after each presentation as 
very stimulating. 

This course for students from Malmö played an important role in the 
development of EII’s “self-image”. After the course, EII had one goal – not to let 
children go into institutional care. We decided to stop trying to improve the 
situation for children in infants’ homes and at residential institutions, and to 
focus on developing family support programs.  
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The Fourth Phase 

The fourth phase involved further efforts of establishing a structure for research, 
education and clinical work. 

In order to continue the structuring of clinical programs, and to combine clinical 
work with research, a decision was made to write a book with descriptions of the 
EII programs and presenting the theoretical background to early intervention. 
(There were several different programs: For prematurely born infants; children 
with Down’s syndrome; children with cerebral palsy; children with autistic 
spectrum disorders and multi-handicapped children). The book was intended to 
be used as a main educational textbook. Supervisions were built around this 
book and we discussed its structure, the main theoretical concepts and draft 
versions of chapters. The intended authors agreed to the production timetable – 
however, the deadlines were broken and the book was never finished. Some of 
the later chapters intended as part of the book became the basis of There are no 
uneducable children! The book about early intervention (published in 2007).43 

EII had a good financial situation: a Sida grant, a contract with the city of St. 
Petersburg and some support from Save the Children, Sweden, which made EII 
a partner of educational programs in Russia, Belarus and the Ukraine and 
introduced children’s rights perspectives (e.g., a children’s rights information 
center had been opened at EII and EII ran three conferences on the rights of 
children with disabilities). A joint project was carried out together with the 
“Assistance to Russian Orphans” program (financed by USAID) to develop EI 
services in the Novgorod region and with Oslo University to develop 
community based services in the Archangelsk region. The World Childhood 
Foundation supported a particularly interesting project – the development of a 
psychosocial program for mothers who had themselves grown up in children 
homes. EII also assisted in educational efforts based on requests from different 
parts of the country. 

EII was well recognized well-respected both by the families who came into 
contact with it and by the city health care community. Doctors from maternity 
wards and children’s hospitals, as well as from the medical genetic center and 
polyclinics, used to refer families to EII. For example, in the year 2000, 666 
children underwent gate-keeper assessments; 429 children visited EII programs 
a total of 2874 times, and 2025 children were tested using KID and CDI scales.44  
                                                 
43 Нет необучаемых детей ! Книга о раннем вмешательстве (под ред. Кожевниковой Е.В. И Клочковой Е.В.), 
Санкт-Петербург, КАРО, 2007. (There are no uneducable children! The book about early intervention. Ed. by E. 
Kozhevnikova and E. Klochkova, St. Petersburg, KARO, 2007.) 

44 Довбня С.В., Баранова Н.Ю., Кожевникова Е.В.,  Организация скринингового тестирования слуха, зрения 
и общения детей первых трех лет жизни. Создание абилитационных центров в административных районах 
Санкт-Петербурга, Медико-социальная программа Санкт-Петербурга ”Дети-инвалиды”, Отчет за 2000 год в 
Комитет по труду и социальной защите Санкт-Петербурга, Институт раннего вмешательства, Санкт-
Петербург, 2000. (Dovbnya S., Baranova N., Kozhevnikova E., Organization of screening testing of vision, 
hearing, communication of young children under three years. Developing habilitation centers in administrative 
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The Fifth Phase 

During the fifth phase, the signs of an impending crisis started appearing. 

In the spring of 2002, EII was informed that it would have to leave its premises 
in the autumn (as it turned out, this did not happen, and EII stayed in the same 
premise until a year later, when it finally moved to other premises). This 
announcement came as a shock, and the first question that arose was what would 
happen to the children within the EII programs. It was agreed with different 
polyclinics that they would take care of these children. EII stopped doing 
clinical work, only keeping up the audiological assessments. 

The other question was what would happen to the clinicians while there was no 
clinical work. How could EII go about not losing its team? This was a 
particularly sensitive issue now that the clinicians had become well-known all 
over the country and were very attractive to other potential employers. EII 
continued its weekly supervisions of children’s polyclinics and the education 
programs for partners from Minsk, Novgorod and Archangelsk, which helped 
keep the professional team united. However, the tension was building within the 
group. Each member of the clinical team had his/her “narrow” professional 
interest (e.g. physical therapy, infant mental health, etc.) and wanted to develop 
their professional knowledge in that particular field.  
 

The Sixth Phase 

In 2004, EII moved to new premises and its situation became more stable. At 
this point in time, more systematic efforts were made to start up research 
programs. In the same year, Sida supported the project “Early intervention – 
phase III” and the EII professionals had the opportunity to become master’s 
students at Ersta Sköndal University College. (For a description of the course 
and the main aims of the project, see Alwall 2008). The EII clinicians were 
engaged in small research projects focused on their particular professional 
interest (e.g. developmental scales in early intervention; children with Down 
syndrome; children with multiple disabilities and children with autistic spectrum 
disorders). Furthermore, the introduction of qualitative methods more or less 
revolutionized work at EII. Analyses of interviews with parents brought a 
parental perspective to the EII clinical work and resulted in serious changes in 
the clinical programs.45  

                                                                                                                                                         
districts of St. Petersburg.  St. Petersburg medico- social program "Children with disabilities", St. Petersburg 
Committee of labor and social protection, St, Petersburg Early Intervention Institute, St.Petersburg, 2000.)    

45 Кожевникова Е., Сундт К. (ред.), Работа с маленькими детьми. Описание трех подходов к программам 
деинституализации, Санкт-Петербург, Санкт-Петербургский Институт раннего вмешательства, КАРО, 
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The new directives of the Sida grant inspired EII to create a network of 
“knowledge producers”. In this project we involved our close colleagues from 
Archangelsk, Novgorod, Minsk and Kharkov. 

The financial situation was rather good: EII was still a Save the Children partner 
and continued to be contracted for consultancy work by the DFID project 
“Support to Poverty Reduction in Leningrad Oblast/Region”. Moreover, the 
institute took part in several other international projects like the project of 
cooperation with Swedish Institute of Assistive Technology (SHI) and 
Stockholm Habilitation, “Development of habilitation and assistive technology 
at the EII” (which was also supported by Sida), in Tacis “Attachment in young 
children” and in “Networking for de-institutionalization” projects. Several of the 
EII professionals also worked as private international consultants. 

However, surprisingly, there was complete lack of local financing: somehow St. 
Petersburg government found possibilities to support the EII work with children 
and families in 'poor and chaotic nineties' and in the beginning of 2000 but since 
2004 in ''rich and prosperous Russia” the only support which the EII was 
receiving was a reduced rent of new premises.46 
 

The Seventh Phase 

The seventh phase was when the crisis hit, brought on by a combination of two 
factors: the end of international financing and the impossibility to use the new 
premises. The new house was to be built as part of the framework of a joint SHI-
EII project. The building which the EII was allocated by the city in 2004 was in 
a bad shape, and without renovating it, it would not be possible to run there 
clinical and educational programs and to get renewed licenses for regular 
clinical and educational work. Sida part-financed the reconstruction, but no 
Russian co-financiers were found until 2008. 

 
The Eighth Phase 

This phase could be named “recovery under new conditions”. The reconstruction 
of the Institute building took more than four years. During the last of them EII 
stopped its activities. The only positive side was that early intervention services 
in other cities continued work started by EII in their own regions and the most 
experienced staff from these centers became trainers themselves  In 2008 one of 
the biggest commercial medical clinics in St. Petersburg,  Russian-Finish 
                                                                                                                                                         

2009. (Kozhevnikova E., Sundh K. (ed.) Working with young children. Description of three approaches towards 
deinstitutionalization. St. Petersburg, St. Petersburg Early Intervention Institute, KARO, 2009.) 

46 The new premises were in such bad shape that the EII clinical team was afraid to meet there with families and ran 
clinical programs at 'friendly territories': interdisciplinary early intervention team met with families at the City 
rehabilitation center, audiologists were assessing hearing at Pavlov State Medical University, vision assessment was 
done at Optometric Technical school. All these rooms were given to the EII free of charge. 
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medical firm Scandinavia, came to the aid of EII dying under the ruins. It has 
finished the reconstruction of the Institute building and has started regular 
financial support to the Institute for recovering the activities. Such charitable 
support to an NGO is a rare and rather new phenomenon for Russia. Throughout 
the years EII’s work was possible mainly because of support from international 
organizations. Nowadays, when Russia is looked upon as a rich and developed 
country and international foundations have stopped their donations, most of the 
NGO are in crisis, looking for new ways of financing their activities.  

Having received a newly reconstructed building the Institute got new tasks: to 
collect a new team, to re-start clinical, educational and research 
programs/activities and to learn how to earn money for the realization of 
programs for families without international financial support. 

We are happy to see that the needs of the Institute’s work are very high now. 
Both families and professionals were, during the last two years when EII 
stopped its activities, expecting with worry whether the Institute would manage 
to survive.  
 

Interpreting the EII story 

The view from the here and now position allows us to present the EII history as 
a spiral kind of development, typical for any organization. The development of 
the organization is based on internal and external factors. This process is also 
directly linked with the team’s development process. 

Analyzing all previous years and what was going on during each period we can 
define that now the Institute has come to a new helix in its development (life). 
Each new helix is characterized by the creation of a new team, with a new 
definition of the tasks for the organization and the team, and is influenced by 
external both positive and negative stressors, such as facilities, financing, policy, 
etc. 

What is our interpretation of this story? In order to understand it, you need an 
idea of the roles EII has tried to play – this is important when trying to 
understand an organization outside the established structure of the social 
services: 

• A model? 

• An alternative? 

• A supplement? 

• A critical agent? 

• An ombudsman? 
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During the first phase, EII was obviously trying to play a “supplementary” role. 
Its task was narrow and well-defined: developing methods and instruments for 
auditory screening and assessing, and then offering these to the public health 
care services. 

During the second phase, EII was still trying to be “a supplement” – when “a 
model early intervention unit” was created within the public preschool. 

During the third phase, EII tried to be “a model”. Once again, the task was 
clearly defined: developing good early intervention programs which could be 
used as models by public services. And, strangely enough, the public services 
started to open early intervention units under its health and social care systems 
and used the EII program as an educational model. During this period, EII was 
still also trying to be “a supplement” by offering staff at the infants’ homes and 
residential institutions training in modern treatment methods for disabled 
children. 

During the fourth phase, EII openly declared that it is pointless trying to 
improve institutional care and that the only way to help a child is to close down 
the institutions. 

EII now defined its role as providing “an alternative to institutional care” and 
added this to playing the role of the “model”. At this time, EII’s number of roles 
increased rather quickly. The institute tried to play the role of “ombudsman” 
(even taking part in writing “An alternative report on children’s rights in Russia” 
for the UN) and the role of “critical agent” (by working with regions to change 
the established social services). This role was one that EII focused particularly 
hard on during the sixth phase. It was not easy to be a “role model” during the 
fifth phase when there was a rather limited range of clinical work. Luckily, the 
clinical work was taken up again during the sixth phase, and EII went back to 
being a “role model”.47  

We draw the conclusion that wanting to be everything is an easy trap to fall into. 
Attempting this is not only destructive to your own professional and 
organizational identity, but also renders the rest of the organization unable to 
rely on you: if they support you, they will be kicked out by you. (A typical 
example of this is the book which was never finished, see the third phase). 
Claiming that the EII team did not bear this dilemma in mind would be a lie. The 
team always regarded the third phase as the “golden period”. However, EII was 
receiving money and had to do what it was paid to do. Finally, there was no 
Russian money invested. Numerous empty promises, but no real support! 

The development of EII so far can be summarized in the following way: 

                                                 
47  Кожевникова Е., Сундт К. (ред.), Работа с маленькими детьми. Описание трех подходов к программам 
деинституализации, Санкт-Петербург, Санкт-Петербургский Институт раннего вмешательства, КАРО, 
2009. (Kozhevnikova E., Sundh K. (ed.) Working with young children. Description of three approaches towards 
deinstitutionalization. St. Petersburg, St. Petersburg Early Intervention Institute, KARO, 2009.) 
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The initial structure: Building a professional group; creating a service “center”; 
providing education and carrying out applied research. 

The intermediate structure: The same obligations still applied to the center, with 
the additional tasks of creating partner teams outside it (in Archangelsk, 
Novgorod, Minsk and Kharkov) and making efforts to strengthen this network 
through new master’s programs, joint seminars and so on. 

The current structure: EII is weak – but the partner teams are strong. A new EII 
is in the process of creation, and this new institute will not be the same as the old 
one. A lot of lessons have been learnt, but a more important aspect still is that 
the world around it has also changed. A “new” EII would have to be 
incorporated into the Russian social service system. EII can no longer be an 
alternative – but hopefully still a model! 

In general, during all its years EII has produced change in Russian society, 
having an influencing on three levels: developing and providing services for 
children and families, sharing new methods with the professional society and 
bringing new approaches and a new ideology. 
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15. Implementation and Organization of Early 
Intervention 

  
 

Kenneth Sundh & Natalia Baranova 
 
 

In this chapter we will present how the different centers for early intervention in 
Novgorod, Archangelsk and Minsk started and developed their organizations for 
EI services.48 We will give a short introduction to each organization, focusing on 
who took the initiative to start the process and the original aims, target groups 
and financing. Of course, the history differs from organization to organization 
but there are some important common dimensions besides the obvious fact that 
there were practitioners convinced that they had to change the existing system 
and look for alternatives. In previous chapters, our focus has been on the St. 
Petersburg Early Intervention Institute (EII). As will be shown below, the team 
from St. Petersburg has been present in the process for the teams in Minsk, 
Novgorod and Archangelsk in different roles: as educators, supervisors and 
colleagues. 

  
How It All Started 

MINSK 

The development of early intervention services in Minsk started after a visit of 
colleagues from EII who organized a seminar for specialists on the level of the 
Ministry of Health Care. At that time EII in St. Petersburg was looking for 
partners in Byelorussia in the frame of the cooperation with the Swedish branch 
of Save the Children. Byelorussia was defined as a forefront region for the 
Swedish Save the Children. 

The seminar about EI programs aroused a huge interest among the chief 
specialists from the ministry.49 The Ministry of Health care supported the idea of 
developing such services in Minsk, but the main initiative belonged to the head 
doctor of one of the children’s polyclinics in Minsk. With support from the 
Ministry she organized EI services as part of the polyclinic services. She 
equipped several rooms in the polyclinic, found money for salaries for 
specialists and developed all necessary documentation regulating the work of the 
new department of early intervention. The regulation for the EI department was 
done in accordance with the recommendations of the St. Petersburg EII, based 

                                                 
48 The following three chapters are based on focus group interviews with the three Early Interventions teams in 

Minsk, Novgorod and Archangelsk conducted by the authors. 
49 The staff from the ministry visited EII after the seminar in order to study the organization more carefully.  
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on their model of organizing early intervention programs. The norms of working 
time for specialists in EI services were problematic for some specialists working 
in other organizations within health care or education. EI services can use as 
much time as they need for assessment and for realization of the program for a 
child. They spend no less than one hour for individual sessions and they can 
work together two and two with the family. There are no such possibilities in 
other organizations, but as a totally new kind of department for EI services they 
got this privilege, because nobody really knew how the work should be 
organized.  But the Ministry of Health Care understood that it was important and 
desirable, and approved of the norms that were offered by the St. Petersburg 
Early Intervention Institute. 

 
NOVGOROD 

In Novgorod, two psychologists50 from the Pedagogical-Medical-Psychological 
Commission (PMPC) of the city took the initiative to develop EI programs. 
PMPC is part of the system of education and they work with evaluations of the 
developmental level of children with disabilities or delays in order to shape 
relevant educational programs.  The aim of these evaluations is to define if a 
specific child is able to enter regular or specialized school or preschool, or if a 
child should be defined as a “uneducable”. In addition to the evaluations, 
specialists from PMPC provide consultation for parents and some treatment for 
children; for example sessions with a speech-therapist or a psychologist. 

After being in contact with EII in St. Petersburg in 1996 they decided to 
organize an EI service as part of PMPC. The regional and city authorities, as 
well as the director of PMPC, supported this idea. It was a unique situation when 
two regional committees, the Committee of Education and the Committee of 
Health Care, were united to support the idea to develop the center. The 
committee of Health Care helped to establish the links between the new EI 
service and medical organizations that referred children to the programs. They 
actively informed their staff about the EI services, and organized seminars run 
by EI specialists in polyclinics and children’s hospitals.  

The team of specialists who started to work in the EI department continued to 
work at PMPC. They had to divide their time during the day, working half a day 
as an EI team member and the other half of the day as a regular specialist. 
However, over time this situation provoked serious ideological and ethical 
contradictions for the specialists. PMPC acts in a classical medical (biological) 
model, following the task to put a label on a child and define the programs 
according to the child’s defects. The EI team was developing their work under 
the supervision of EII and shared the same ideology of early intervention. The 
main tasks there are to support families with disabled children and build 
                                                 
50 Larissa Samarina and Tatiana Sivukhina. 



 

169 

 

programs based on the positive sides of a family and a child. That is why the 
leader of the team left PMPC with a dream to create a new organization, which 
would provide EI services. And in 1999 she managed to open an EI department 
in association with one of the city’s preschools. 

In the same year the EI department received a grant from one of the international 
foundations (Assistance to Russian Orphans Program) that allowed the 
specialists to be given salaries. Together with EII’ specialists the Novgorod early 
intervention team created a program in order to develop a regional model of 
early intervention in Novgorod Oblast. At that time the team there consisted of 
five specialists and together with EII specialists they started education and 
supervision for five towns with the aim to develop early intervention services in 
small towns in Novgorod oblast. The specialists from the Novgorod team 
noticed that it was quite difficult, but at the same time a very interesting period 
in the development of their team. They did not have much experience 
themselves, but they had to teach other teams. To develop and run educational 
courses together with EII forced them to develop both theoretical and practical 
knowledge in a very intensive manner.  

In 2003 new leaders came to the Committee of Education and made a decision 
to unite the EI services, the Pedagogical-Medical-Psychological Commission 
and the School Crisis Centre into one organization. For a long time they were 
looking to find a director for this organization and as a result Larissa Samarina – 
head of the EI department – agreed to become director with the idea that her 
being on this position would support and protect EI services.  For three years she 
was trying to keep the structure of services in accordance with the ideology of 
early intervention programs, but demands from authorities contradictory to the 
core aims of early intervention – and mostly aimed at competing for the number 
of children involved in services – were increasing. From Larissa’s point of view 
it was impossible to build the programs following such demands, and she left 
her position. Larissa continued to work in the team as a psychologist, while 
some specialists left the services and some other came. The EI department still 
exists and still fights with the system and new authorities. In 2005 Larissa 
Samarina created a new non-governmental organization that provides EI 
programs for children and families. 

 
ARCHANGELSK 

The history of EI programs in Archangelsk also started from a private initiative. 
In 1996 Lia Kalinnikova, a teacher from the Pomorsky University, went to 
Helsinki to an international congress on issues of children with intellectual 
disabilities and there met colleagues from the St. Petersburg EII, who presented 
their programs. Because Lia Kalinnikova’s trip was approved and financially 
supported by the regional administration’s Department of Education, one of the 
demands was to bring ideas for developing a new project to Archangelsk. She 
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brought the idea of developing EI services back to the Department of Education. 
But when she presented her idea to organize an association of parents and 
specialists who together could develop early intervention services, the regional 
bureaucracy did not support this initiative.  

As a university teacher, Lia Kalinnikova participated in a seminar on the 
International Child Developmental Program. Knowledge of the attachment 
theory reinforced her idea about the necessity of EI programs for children and 
their families. Together with other colleagues, one of them being a chief 
neurologist of the regional children’s hospital and also a teacher at the Medical 
University, they started to visit different authorities, committees and 
departments. One of the clerks in the Department of Protection of Mothers and 
Children within the Department of Education and Social Care offered to write a 
project plan. It took two years to develop the project plan, with agreements and 
coordination, but in 1998 two salaries and a small room in a children’s 
polyclinic were provided to start the services. Soon one more doctor and a 
speech therapist from the Psychological Centre joined the team. At that time the 
newly created team again contacted the St. Petersburg EII asking for 
professional support, and EII was immediately included in the project and a 
professional cooperation was established. The feelings about that time expressed 
by the young specialists were overwhelming. They felt enthusiasm and interest 
mixed with fear and uncertainty. At the same time they had a feeling of 
responsibility, because they started in this new field and they had to organize 
and provide the programs for families. But with support from EII, the team 
started to grow very fast.  However, soon the first dissent in the team occurred. 
The neurology doctor was sure that young children in the first year of life should 
only be treated by doctors; teachers and psychologists should not provide early 
intervention for the youngest children. This was not discussed inside the team at 
the time, but there was an on-going conflict between the medical and 
pedagogical perspectives. 

 
Aims 

Remarkable to notice is that although their interest towards EI programs and 
wishes to organize such services were the same – as well as the common 
original model developed by the St. Petersburg EII – the primary aims in all 
three services were different. 

In accordance with the order of the Ministry of Health Care of Byelorussia, 
regulating EI services in Minsk, the aims were defined as providing individual 
rehabilitation programs for disabled children aged 0-3 years and their families. 
The chief doctor of the polyclinic developed regulations for the department 
where the following goals were listed: assessment of child development levels 
with scales, screening of vision and hearing, referring children at risk to 
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additional diagnostics, teaching methods of child development to parents, 
providing treatment for children, and educational support to specialists working 
with children in other organizations. 

From the beginning the aims and goals were described in the regulation, but for 
specialists beginning working at the department the aims seemed quite unclear 
or even incomprehensible. They started meeting with children and families, but 
they had a poor understanding of what they could do with the children and how 
they could help them. One thing was clear: the assessments of developmental 
levels with KID and RCDI scales. Children coming to the programs had 
different difficulties, and from the beginning specialists thought that their task 
was just to support the child and to stimulate him/her, after which the life of the 
child would be easier. But they soon found that the problems would increase 
when the children were growing, and that it was impossible to free children from 
disabilities even if the work was started very early. An understanding of the aims 
and roles of specialists came to them with increasing experience. For doctors, 
the search for their role in a team, the tasks and methods, was most difficult. It 
took more than three years until the vision of priorities became clear. The 
educational seminars and international projects in combination with intensive 
clinical work helped them understand both the roles of different specialists and 
the relevant aims of the early intervention programs. 

Over time, the aims have been changing. As official aims and tasks of the EI 
department, written down in the regulation, they stay the same: assessment of 
the developmental level of a child, identification of problems in the child’s 
development, deciding which children need early intervention, and providing 
support and treatment for such children and their families. But in talking about 
their aims the specialists add some more. One aim that is very important from 
their point of view, but not easy to achieve, is the normalization of the child’s 
and the family’s life. All the aims and steps in the EI programs are built in 
accordance with this main goal. The understanding of what is a “normal life” 
varies in different families, which is why specialists build the program for a 
child and a family in accordance with the individual needs of the family. Such 
an approach also helps them achieve another aim: to prevent complications in 
different life situations for children and families. Very often early intervention 
strengthens family relationships when they are at risk of being damaged because 
of the difficulties surrounding the child.  

In the last few years one more aim has appeared in the team: development of 
knowledge and changing attitudes toward young children with disabilities in the 
professional society through education of different specialists.  

Among all other aims, the Minsk team regards it as very important to evaluate 
the effectiveness of their programs. This issue plays an important role in all the 
teams, but we will come back to this question in another chapter. 
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For the team in Novgorod, there was another goal from the beginning. At that 
time they had a strong interest in starting to work with young severely disabled 
children, because it was absolutely new; nobody worked with this category of 
children. And the specialists wanted to achieve results. Each positive change in 
the children’s development and any positive results gave a strong sense of joy 
and satisfaction to the specialists. They had a feeling of freedom and creativity 
that supported them in their activities and achievements. And the main goal was 
to create a real team, which could provide high quality support programs for 
families. “High quality” was one of the main issues for the team. At the time the 
team members regularly met all together, discussing all clinical cases, 
monitoring all families very precisely and calling them in order to keep the 
families in the program and not lose contact. At the time the techniques and 
methods of early intervention were not very advanced, but the specialists shared 
a strong wish to help. In cases where some families stopped attending the center, 
specialists were upset and confused. They could not understand why a family 
would want to end the program, why they would leave the center and try to find 
some other place.    

In Archangelsk, the primary goal was quite similar to Novgorod’s: to help 
families of disabled children, but also to develop a new professional society, 
where different specialists could work together as a team. Also there, the first 
experience of teamwork was very difficult. Each specialist from different 
professional areas came with a specific knowledge; during joint sessions with 
parents specialists failed to divide the responsibilities, they could not define the 
areas and roles. “We thought that we were clever and experienced, but we 
couldn’t work together, we must become silent at the right moment and let a 
partner talk, but we didn’t”. 

In thinking about the aims, the specialists in Archangelsk originally also talked 
about age. They knew that young children could not get proper support in the 
city, only medical support. They wanted to provide programs for very young 
children, which would help them develop.      

 
Clients 

The target groups (clients) in all the cities have been changing from the 
beginning up until now, but even from the beginning groups of clients differed 
in the cities.  

 
MINSK 

From the beginning any children could not only come for primary meetings with 
specialists but could also be involved in the program. Many of the children 
actually had no developmental problems, but parents were interested in 
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participating in new programs. At the time specialists needed to collect more 
experience and they included all incoming children in the program. Gradually 
more and more children with disabilities started to enter the center, and now 
specialists offer differentiated programs depending on the gravity of the 
problems. Criteria for choosing children to intensive programs have also 
changed in accordance with sudden inflows of children with disabilities, which 
happen periodically. Regular intensive programs are provided for children with 
more severe problems; only this group of clients is now in focus for the EI 
services.  

Primary assessment is still open for everyone. But after that specialists can offer 
long-term or short-term programs for children and families. Short-term 
programs (length 3-4 months) are provided for children at high biological or 
social risk, or in cases where children show a delay in one or two domains 
according to the results of developmental scales. The team’s experience shows 
that short-term programs for such groups of children are very effective – they 
may even help them surpass their peers – but some months or years after the 
program has finished they came back with newly arisen problems.  Among the 
children of the highest priority – those with severe disabilities – these groups of 
children are under the attention of EI specialists.  

Most of the children coming to the EI services are referred by neurologists or 
pediatricians. Children with a speech delay or some specific speech and 
language problems can be sent by speech therapists from other centers who 
work with older children. Some parents come after getting information from 
other parents. 

Formally, the EI center should attend inhabitants of six districts of the city of 
Minsk. But in practice specialists are allowed to serve children from any district, 
especially if the children have severe developmental problems. The rules are 
defined mainly by the financial regulation.  The financial system distributes 
money for providing services to the district polyclinics in accordance with the 
population figure attached to the polyclinic. If a family from another district 
(belonging to another polyclinic) visits the EI services, money does not follow 
the family. There is no mechanism to transfer money to the center which 
provides the services. But those in charge of the polyclinic are more interested in 
the number of people coming to the services and people’s satisfaction with the 
quality of the services. The EI department is increasing these figures, which is 
why there is no rigid limitation as to who can attend the services.  

 
NOVGOROD 

From the beginning specialists defined the target group as children with 
disabilities or at biological risk. Usually doctors referred families to the center. 
But specialists of the EI center very actively worked with the Health Care 
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Committee presenting what they were doing for doctors. The main stream of 
clients came from the doctors of polyclinics, children’s hospitals and other 
medical centers, but parents were also actively sharing information between 
themselves, and many families have come on recommendations from others.  

The participation of EI staff members in different projects has led to an 
extension of the group of clients. Socially at risk families with young children 
became such a new group in focus of the EI specialists’ interest. Despite all 
attempts to involve the social services in the cooperation, families at social risk 
have never been referred by the social workers. However, the EI center has had 
good experience in collaboration with a district nurse whose duty it is to visit all 
new-born children at home during their first year of life. The nurse identified 
children and families at social risk and recommended them to contact the EI 
services. The main reason for families to come was the information they 
received that in this center they have many nice toys and they can bring their 
child to play free of charge. 

The stream of clients depends on the information that doctors in the health care 
system have. Now there is a gap between the system of education and system of 
health care, which is why the process of referring depends on doctors. If they are 
aware of the center, the stream of clients is more stable, but usually doctors do 
not have a direct interest in referring families to another center belonging to the 
educational system.  

 
ARCHANGELSK 

Like in Minsk the first target groups were very wide. The age of children was 
the determinant factor. Any parent who was interested in child development 
could come. In the beginning specialists of the center paid serious attention to 
information; they actively tried to establish contacts with different organizations 
in health care – such as polyclinics and the medical genetic center – as well as 
inform the public by presenting EI services on TV. Such activities provided quite 
a constant stream of clients.  In the first stage the chief child neurologist was a 
member of the team; most of the children with disabilities or at medical risk 
passed through him and then got into the EI services. Specialists from the EI 
center kept trace of statistics and data on children with disabilities in 
Archangelsk, analyzing how many of the children who got diagnosed came to 
the EI services (and how many did not). But EI services were quickly becoming 
very popular; many families got the information from each other and soon the 
stream of clients became too big. Many families just wanted to evaluate the 
developmental level of their children, but this procedure was included in the 
procedure of the primary assessment. The specialists realized that there were too 
many people coming to the primary assessment and they decided to separate the 
primary assessment from the estimation of the child’s development. They even 
had the idea to stop making estimations of the development of typically 
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developing children, but soon identified that among such typically developing 
children there could also be found children with autistic spectrum disorders or 
some other specific problems. 

From that moment the team decided to split up the program in a more and a less 
intensive version: intervention programs for children with disabilities and 
monitoring programs for children with slighter problems. It was important to 
continue meeting with typically developing children, because it helped to keep 
“an image of such children”, but it also prevented specialists working with 
severely disabled children from “burning out”. Besides, this group of children 
became a basis for integrative groups, where children with disabilities were 
included in activities together with typically developing children. 

 
Financing 

All three centers belong to governmental systems and have been financed by the 
services provided by the state. The difference is only the administrative level; 
the budget can be either regional or municipal. In all three centers the specialists 
mentioned that the salaries are quite small, as in other governmental 
organizations in health care or in the social and educational systems in Russia 
and Byelorussia. The salary depends on your profession (doctors, teachers and 
psychologists have different rates) and the standing and workload of a specialist. 
Special teachers also get monthly allowances (20 % is added to their salary) for 
work with disabled children. It should be noticed that in both Russia and 
Byelorussia, the system is organized in a specific way. Doctors, psychologists, 
teachers, speech therapists, defectologists, nurses and other professionals 
working in the social, educational and medical care systems have not only 
different rates of salaries (which can be reasonable) but also different timetables 
and rules for bonuses. Therefore, the norm for the working time of 
defectologists and speech therapists is 4 hours, for psychologists 6 hours and for 
doctors 8 hours a day. All of them have different lengths of vacation, and only 
defectologists get monthly allowances as a compensation for insalubrities (work 
with disabled children). In Byelorussia, psychologists working with disabled 
children also belong to this category. 

Money for equipment for the centers, e.g., toys and furniture, are usually 
collected from different sources like the municipal budget (the center should 
apply for specific municipal programs), sponsoring money, parents’ 
contributions and funds. But the situation in all three centers is quite different. 
The Archangelsk team is satisfied with its situation; the team members think 
they have everything they need for the work. In Novgorod the situation is quite 
the opposite; the specialists complain about a lack of financing and, as a result, a 
lack of toys and equipment.  
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NOVGOROD 

The center has the status as a governmental educational organization and gets 
financing from the federal budget. All specialists in the center, as well as 
specialists in the EI department, get salaries in accordance with a unified 
schedule of charges for employees of government-financed organizations. 
Usually salaries in social care, health care and education are low; in comparison 
with other professional fields the average pay is five to ten times lower.  

As a governmental organization, the center has appropriated funds in the budget 
for buying equipment and supplies, but during the last few years the financing 
has been very inadequate. Usually the center buys equipment at the expense of 
target federal programs like “Children of Russia” or “Disabled children”. But in 
order to get this financing for the center, the regional authorities must apply for 
participation in such programs. Most of the equipment for the EI department 
was purchased in the frame of grant programs and some at the expense of 
sponsors. 

 
ARCHANGELSK 

The center belongs to the municipality. Specialists get salaries from the city 
budget, but the situation in general is very similar to that in Novgorod. All 
equipment is purchased at the expense of international projects and sponsors; the 
center’s budget for equipment is very small. But comparing with Novgorod, 
thanks to an active director of the center and initiative groups in the city, 
specialists told us that their needs regarding furniture and equipment are 
satisfied.   

The salary rate for specialists working in the social field is the smallest. Even 
doctors working at the social center have lower salaries then their colleagues in 
the system of health care, because in children’s hospitals doctors usually have 
some allowances. The director of the center tries to solve the problem with small 
salaries by reallocating wage rates between specialists: fewer specialists work 
fulfilling more activities or working longer time during a day. It is easy to 
prolong the working time, because the norms for specialists working with 
children with disabilities specify a working time of 4-6 hours a day. 

 
MINSK 

The EI department is affiliated to the city children’s polyclinic. Like other 
governmental organizations in the health care system, the polyclinic is financed 
from the municipal budget.  Equipment for the EI department is purchased from 
different sources: a small part is taken from the budget; the polyclinic mainly 
buys equipment for the EI department at the expense of international projects, 
sponsors (rich companies) and humanitarian organizations.   
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Like in Russia, specialists in health care get very small salaries. There is a 
difference in wage rates for doctors and paramedical personnel, on the one hand, 
and non-medical staff such as speech therapists, psychologists and special 
educators working in the system of health care, on the other. Doctors have a 
higher wage rate, but also the non-medical staff has some benefits: shorter 
working days, longer vacations and additions to the salary for “job hazard” – in 
this case children with disabilities. As a result the doctor in the EI team has the 
highest salary, the shortest vacation and longest working days (8 hours).  

Comparing with wage rate in other fields, the situation is similar to that in 
Russia. Even professionals with lower levels of education and qualifications 
(drivers, constructors, vendors, etc.) have salaries which are 2-3 times higher; 
the wage rate of managers and clerks is 5-10 times higher. 
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16. Methods and teamwork  
 
 

Kenneth Sundh & Natalia Baranova 
 
 

In this chapter we will present the methods and the teamwork inside the different 
early intervention organizations in Minsk, Novgorod and Archangelsk. We will 
focus on similarities and differences and also discuss problems and possibilities 
connected to their different strategies when they organized EI services.   

 
Services  

The lists of services provided in all the centers are, from a general perspective, 
quite similar. We can identify three groups of services: One group of activities 
directed towards the individual children and parents, another one directed 
towards parents and children as a group and finally a group of activities directed 
towards the society.  
 

Table of services directed individually towards the children and the parents 

 Primary 
assessment 

Consulting of 
Parents 

Individual sessions Home visits 

Target group  Families and 
children 

Families and 
children 

Families and 
children 

Families and children 

Goal  Evaluation of  a 
child’s level of   
development and 
identifying the 
child’s and 
family’s needs 

Consultation to 
parents when the 
child has no 
severe problems 
(usually about 
development and 
interaction) 

Individual treat-
ment program for 
children with 
disabilities and 
their families 

Assessment and 
adaptation of home 
environment; treat-
ment program for 
young babies or 
severely disabled 
children 

Staff  and 
methods 

Combination of 
specialists: doctor 
+ psychologist (or 
speech therapist); 
assessment with 
scales (KID/RCDI) 

Various special-
ists; advices for 
parents on how to 
communicate 
with their child to 
achieve a better 
development 

Various specialists, 
sometimes working 
in pair; specific 
methods of physio-
therapy, speech 
therapy, family 
therapy, etc.  

Various specialists, 
sometimes working in 
pair; specific methods 
of physiotherapy, 
speech therapy, family 
therapy, etc. 

Structure First meeting with 
a family (usually 
in the center) 

Single meetings 
or short-term 
program with 
following 
monitoring 

Regular center-
based meetings 
according to the 
individual program 

Specialists visit the 
family at home for 
single visits (for 
assessment of the 
environment) or 
regular treatment as  
part of the program 
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Primary assessment. This is the first meeting with a family, open for any 
families. Usually two specialists meet a family for primary assessment. The 
combination of specialists in this couple varies in different centers depending on 
the staff. The aim of a primary assessment is to evaluate the child’s 
developmental level (using KID and RCDI scales), screening, analysis of the 
medical history of the child, collecting primary information about the family and 
child, including the parents’ complains and worries, etc.. As a result of the 
primary assessment, the parents get information about the problems and risks in 
relation to their child. Depending on the problems identified, parents can get a 
consultation if the child has no problems or they can be offered to enter the 
intervention program. 

Consulting of parents. This is usually a single meeting in case the child does 
not have any problems, but parents are worried about methods of upbringing, 
better development of their child or some specific problems like toddlers’ 
hysterics or difficulties with sleeping. Depending on the parents’ questions, 
different specialists can run such consultations. 

Individual sessions. An individual session is a personal meeting with a family 
involved in the EI program. The individual session is a central element in short-
term or long-term intervention programs as well as monitoring programs. 
Individual sessions are provided by different specialists alone or in couples.   

Home visits. These are visits of specialists to families’ homes with the aim of 
assessing the home environment and adapting it for the disabled child’s needs 
and for providing individual sessions with a child and family if the child’s 
condition is severe or the family for some reason cannot visit the center.  
 

Table of services directed towards parents and children as a group 

 Group sessions Parents club  School for 
parents 

Transition program 

Target 
group  

Children with 
delays or 
disabilities and 
their parents 

Parents with children 
(it can be both children 
with disabilities and 
typically developing 
children) 

Parents Children with disabilities 
and their parents, 
specialists in preschools 
(or other agencies) 

Goal  Development of 
different skills in 
children; parent-to-
parent interaction 

Integration Increasing 
of parents’ 
competence 

To prepare children for 
preschool; to help the 
preschool staff to integrate 
children with disabilities 

Staff  
and 
methods 

Various specialists; 
different methods 
of physiotherapy, 
speech therapy and 
special education 

Usually social worker 
or special teacher; act-
ivities for fun and com-
munication (drawing, 
games, theatre etc.)  

Various 
specialists 

Various specialists; 
establishing networking 
between family, preschool 
and EI services 
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Structure Regular structured 
group activities 

Regular informal 
meetings 

Lectures 
and semi-
nars for 
parents 

Combination of group 
activities for children at EI 
center and consultation of 
specialists in preschools 

  

Group sessions. Group sessions run by one or two specialists for groups of 
families (approx. 4-5 families). There are different forms of group work. Often 
the group sessions consist of two main parts: a structured part where specific 
tasks are offered for the participants and an informal part for interaction and 
play. 

Parents club. This is one of the forms of informal meetings for parents with 
young children at the center’s premises. The parents club welcomes any 
families. 

School for parents. Seminars and lectures for parents on different aspects of 
child development. 

Transition programs. Accompanying programs for children who finished EI 
programs and started visiting preschools or some other educational or social 
centers. Specialists from EI centers offer parents help to choose a preschool, 
establish contacts with staff at this preschool and  develop an individual program 
for the child with disabilities. 

 

Table of services directed to society  

 Consulting for 
professionals 

Educational activities Information 

Target  Specialists from 
different agencies  

Specialists from 
different agencies, 
students 

General public 

Goal  Professional support 
for other specialists 

Post-graduate 
education 

To give information about 
the services and to change 
the attitudes towards 
children with disabilities 
and their families 

Staff  and 
methods 

All specialists All specialists All specialists 
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Structure Usually in accordance 
with the specialists’ 
requests  

Practical placements 
for students; seminars 
and lectures for 
specialists, usually in 
the frame of post-
graduate programs 
provided by 
universities 

TV and radio programs, 
publishing articles 

 

Consulting for professionals. Professional support for specialists working in 
other organizations with children with disabilities. Usually it is goodwill 
services of the EI staff in case some specialists need advice or if they have 
questions about the children who are or were clients of the EI center. 

Educational activities. Specialists from EI centers are often involved in post-
graduate education (lectures and seminars for specialists) as well as in practical 
placements for students. 

Information. Developing and publishing materials for parents and specialists, 
writing articles or presentations for TV or radio. 

 
Differences 

There are some differences in the list of provided services in each team. The 
Archangelsk team noticed that all forms of work are based on the needs of 
concrete target groups. Specialists try to provide those services, which are 
suiting the needs of the families who are involved in the programs. Specialists 
are free to create new forms of work or combine them. All forms of work are 
very flexible, but the basic structure is relatively stable. All families pass the 
procedure of primary assessment; after that those who should (from the 
specialists’ point of view) be involved in a program meet with a specialist in 
social work, who presents the services to the family and starts to collect 
information about the family and its needs. On the second stage the child and the 
family go through a procedure of assessments that can vary and consist of 
interviews with parents and specific methods of child assessment. Intervention 
programs are provided in forms of individual and group sessions, home visits, 
consultations and different forms of informational activities for parents. 
Transition programs to kindergartens and accompanying children to other 
centers (or other departments at the same center) have lately become integral 
parts of EI programs. Besides, the EI team is actively involved in educational 
and informational activities for other specialists in the center and specialists 
from preschools and schools in the city. 

To the extent that the Novgorod EI department now belongs to the complex 
center in the system of education, the main aims of all their activities are 
connected with educational tasks. With regret, the specialists from the EI team 
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have noticed that their activities are not limited to EI services. The list of 
services is regulated by the head of the entire center and there is a special 
procedure of approval on a committee level. In comparison with the 
Archangelsk team, the specialists from Novgorod do not have the same freedom 
to develop new forms of work and provide those forms that they find important 
for families. For example, if home visits are not included in the official list of 
services for young children, the specialists cannot provide this service even if it 
should be in accordance with the needs of a family. Needs of children are 
defined in the regulation documents, but mostly the needs defined there concern 
educational tasks. Like the Archangelsk team, however, the Novgorod EI 
department builds its programs using the same schema: primary assessment – 
intervention programs in forms of individual and group sessions – transition 
program to preschool groups.  

In the history of the Novgorod EI department there was a period when the team 
actively created new forms of work that were included as part of the program. 
Among these services they developed forms like “baby massage”, in order to 
help young mothers establish warm relationships with their babies through the 
massage, or “Open Doors” – a form of group work for young mothers socially at 
risk. However, during the last few years many forms of work have moved out 
due to the bureaucratic procedures at the center. Only one new form, “The 
school of young parents”, has been developed in the frame of the city program. 
This program was developed together with the committees of health care and 
social care. Here, the role of the EI department is education of pregnant women; 
psychologists run the seminars about forming attachment, early communication 
and child development. 

The situation in Minsk is very close to the situation in Archangelsk. Specialists 
in early intervention are free to choose the forms of services. They also keep the 
“traditional” schema of EI programs. After the primary assessment the team 
develops an individual program for each family. The composition of specialists 
involved in the program and the forms of work are depending on the problems 
and needs of the families. There are all kinds of services mentioned above 
provided by the EI department. Home visits are, however, a very rarely used 
form of work, because the human resource is limited and this form is the most 
time-consuming one.  

 
Teamwork 

Teamwork is the main issue in the discussion in the field of early intervention. 
Despite the different styles of team interaction in each team, nowadays the 
theme of teamwork and teambuilding appears most often. All the specialists 
highlight the teamwork approach as most important in early intervention, and 
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even determining EI programs. We asked the specialists to define and discuss: 
“What is a team?”  

Each team is composed of professionals from several disciplines: doctors, 
psychologists, special educators, speech therapists and specialists in social work. 
All specialists work together, support and enhance each other. Reciprocal 
support can be provided in different ways: advices, emotional encouragement, 
physical participation – when some of the specialists join other colleagues for a 
session with a family – and other forms of support. 

All team members share the same principles. They have common aims and 
goals, but at the same time all professionals have their own fields of 
responsibility. Understanding the importance of each specialist’s contribution to 
the common goal plays a significant part in getting the results. Each professional 
should be recognized as an important team member even if the experience and 
professional skills are on different levels.  

Communication between specialists and parents, whom specialists try to involve 
as team members, started from the first stage of assessment and continues on all 
stages of serving the child and the family. As compared with the traditional 
system, specialists do not refer the family from one professional to another, but 
build the program together in communication and discussion. Assessment, 
planning of individual intervention programs, intervention, evaluation of the 
results and transition procedures are all built on the teamwork.  

Good results cannot be achieved if the interaction between specialists is defined 
only by formal rules. A well-functioning team will not be based on people 
interacting formally with each other. Interaction on the level of informal 
relations leads to more effective outcomes.  Some specialists from the teams 
noticed that a sense of being a team occurs when you are not afraid of being 
open and sincere with the colleagues in discussions, because you do not feel the 
aggression from them even if your opinion is different from theirs.      

The team is also about developing common knowledge together, the specialists 
bringing their own professional knowledge from their disciplines as well as 
participating in joint training.   

 
BENEFITS OF TEAMWORK  

Teamwork is an important resource for achieving effective results in early 
intervention. Joint discussions provide a better understanding of children’s 
problems and make it possible to build a proper program for a child and a 
family. The specialists who are involved in the work with a particular case can 
organize discussions about the case or it can be a joint meeting with all the team 
members. It seems to be an important condition to have appointed time for team 
discussions built into the structure of the professionals’ working time. 
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To work with severely disabled children is hard both physically and emotionally. 
The possibility of two or even three specialists working together gives them 
more sense of emotional comfort as well as let them divide the roles between 
them in the shared process. Often these roles are not strictly fixed; they can be 
changed during the program or even during an individual session. For example, 
if specialists work together the roles between a leading specialist and an 
assistant can change during a session, or one professional can communicate with 
the parents while at the same time the other one can interact with the child. Then 
they turn the tables. 

It should be mentioned that EI services have been recognized as services, which 
provide programs for the most severe cases. Very often families who have 
children with severe disabilities get refusals from specialists in rehabilitation or 
educational centers because children with severe disabilities are acknowledged 
by many other professionals as a “non-perspective” and specialists do not know 
how to work with them. EI teams manage with such cases because the 
specialists there get support from each other, working in a team, which makes it 
possible for them to build and realize the programs for families. Together they 
solve the problems that a single professional cannot. 

The skills to deal with the roles and responsibilities in a team are important not 
only in clinical work. All teams are involved in educational activities, and being 
a team let them easily organize and realize an educational process as well as 
activities in other projects. They put a common goal and divide the 
responsibilities; at the same time they share the joint responsibility.  

Teamwork is a resource for the development of each professional. The exchange 
of professional knowledge in everyday routines extends and improves the skills 
of each team member. Each profession is valued, because each professional can 
contribute from his discipline, bringing knowledge, opinions and information.   

  
TEAM BUILDING 

All the teams have a more or less similar history of team forming. The first 
specialists came to the new professional field as single professionals, but they 
were trained together as teams and they knew from the beginning that they 
should work as a team. The process of forming the first teams was supported by 
the training provided by the specialists from the Early Intervention Institute in 
St. Petersburg, which was organized in a special way to help the specialists from 
new establishing EI centers start working as a team. But the internal wish to 
become a real team also played a significant role; for some of the centers it was 
a primary aim.  

When new people have come to the teams, some of the teams – like the one in 
Minsk – still keep basically the original composition of the team. The team in 
Archangelsk has kept the frame of specialists working from the start, but the 
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team has grown three times during the last few years. In Novgorod, specialists 
use the terms “old team” and “new team”, because the situation and the 
specialists almost totally changed since the moment of creating the services.   

The team is a dynamic concept; that is why the process of developing the team 
and mechanisms of team building are often such important themes in the internal 
discussions. The necessary conditions should be provided for creating and then 
developing the team. The structure of working time of professionals, the 
appointed time for meetings and discussions, and joint professional trainings for 
all team members, are the bases for the development of the teamwork. Of course 
there are many other factors influencing the process, such as human factors (the 
characteristics of the leader, the abilities of different people to work in a team or 
personal qualities of professionals) as well as others. Time is also a significant 
factor for teambuilding. People need time to learn to work together and acquire 
the skills of interaction and effective communication.  

To create a new team from zero is very difficult; the process of gradual growing 
or renewal of the team is more natural and effective. Many young specialists 
coming to the functioning teams as new team members notice that they get 
massive support from the beginning. Especially those who had an experience of 
being new specialists in other places stressed that they got an opposite 
experience from the previous ones:  

“Nobody told me that I must know everything, everyone was ready to share the 
knowledge with me, to give advice and support. I didn’t know many things, I had 
no experience, but I could ask any colleague, and they tried to help me, because 
they wanted to make my first steps more effective for the families. It impressed 
me so much!”  

Possibilities for new specialist to work together with more experienced team 
members give practical knowledge. The joint team discussions also play an 
important educational role, especially for new team members.    

Some of the questions appearing during the interviews with specialists 
concerned the criteria of a “good” team. How is it possible to define whether the 
group of specialists working together is a team or not? When will a group of 
professionals who recently started working together become a real team? Some 
respondents defined it by the quality of relationships between team members. 
Existing informal relationships seems one of the criteria shifting the group of 
professionals to the level of a team.   

 
THE ROLE OF THE LEADER 

As mentioned above, the leader plays an important role in the process of team 
building, as well as for the quality of the teamwork. One of the criteria of a good 
team mentioned by the professionals was the quality of the relationship between 
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the head of the services and the other team members. If the head of the EI center 
(department, etc.) was perceived by other team members not only as an 
administrator but also as a leader, this could shift the teamwork to another level 
of quality. The roles of the leader are to keep the structure of formal procedures, 
to organize teamwork according to established rules and to do some other 
organizational duties. But as leaders they also help their teams in building 
internal and external relationships; their aim is to form the team and to support 
team members in their attempts to develop a communicative style in the team. 
Often leaders initiate discussions and lead the process of making decisions after 
the discussions. They keep the right to take the final decision, but at the same 
time that is their responsibility.  

 
THE DECISION-MAKING PROCESS IN THE TEAM 

There are two levels of decision-making: decisions about the EI program and 
decisions about the EI services on an organizational level. If decisions about the 
program usually are results of discussions in all the teams, there are a variety of 
possibilities to make decisions about the services in all the cities.  

Usually during or after the primary assessment, specialists and parents discuss 
the child’s and the family’s needs. They also discuss possibilities for both sides 
(family and specialists) to run the program successfully. The specialists who met 
the family on the first meeting can make a decision after the discussion with the 
parents or they can present the case in a joint team meeting. Some teams, like 
Archangelsk and St. Petersburg, use this model. Once a week the team discusses 
all new families having come to the center and makes a decision in each case 
about the primary plan of action, answering questions as to whether the family 
should be involved in an intensive program or a monitoring program, what kind 
of assessment should be done, who the key specialists for the family should be, 
etc. 

During the primary assessment, the Minsk team discusses with the parents their 
wish to be involved in the program, the problems of the child and the 
possibilities of the specialists and parents; during this discussion the decision is 
made. 

All decisions about the intensiveness and duration of a program, the composition 
of specialists working with the family, the forms of work and all other aspects of 
building the intervention program are taken by the specialists of the EI team. 
There are no restricted frames and/or instructions about the structure and content 
of the program. Teams can be flexible in their choice of involved specialists, 
methods and forms of work. In case of problematic situations, when some 
doubts or disagreements appear between specialists or specialists and parents, 
the final decision lies with the head of the team. Often the heads of EI services 
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also initiate the implementation of new methods of evaluation, assessment and 
intervention.  

Unfortunately not all the teams can make decisions about the organizational 
aspects of the services. The Novgorod group stands out in a negative way. The 
center to which the department belongs seemed to have a rather hierarchical 
structure at the time of the interview. Specialists in the EI department, as well as 
other specialists in the center, are controlled by the center’s administration. The 
specialists complain that they over time have lost the flexibility in decision-
making; every action should be approved by the director of the center. There are 
many bureaucratic procedures and not every initiative is supported. The 
specialists are dependent on decisions on the top level. 

As for the Minsk and Archangelsk teams, the situation seems more positive, 
because the team members take the main internal decisions themselves. They 
have support from the directors of the centers and have more freedom in making 
decisions. Important questions connected with professional training, research, 
arrangements or PR actions are discussed within the team.  

 
Characteristics of the Teams 

Albeit all the EI centers started approximately at the same time, the styles of 
relationships in their teams developed in separate ways over the years. This 
development is related to different factors, both internal and external, which 
have influenced the teams. 

The Archangelsk team functions as an interdisciplinary team.51 The specialists 
are satisfied with the relationships in the team; there is a rather high level of 
communication, support and trust between specialists in the team. Often 
specialists work in couples or, if necessary, involve each other in programs. 
Professionals separately assess children and families, but the team comes 
together to discuss the results of the assessment and to build the individual 
program of intervention for a family. Responsible for the programs are key 
specialists, who primarily carry them out, but other professionals can give 
consultation to them or provide therapy for a family as well.   

Specialists participate in professional training all together. Each specialist in the 
team is responsible for developing a particular theme; it is a kind of applied 
research work, where the specialist should study the relevant literature, collect 
information and try to implement new knowledge to the practical work. All this 
information is also presented to other team members, which makes collective 
education possible for all the team. The team has regular, scheduled meetings for 
discussing cases and training each other.   

                                                 
51  For a more detailed discussion about the concept interdisciplinary team, see chapter 7, Teamwork in the Field of 

Early Intervention. 
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The team from the Novgorod EI department was totally new when the 
interviews were conducted. Team members have been changed several times; 
the original team is broken down. Some people left the field of early 
intervention and some moved to a newly created non-governmental 
organization. Professionals from the original team, who have continued working 
in this field, have a dual perception of the team. From one perspective they 
perceive the old members from the original EI center – now working in two 
different organizations – as one team. They share a common history as they 
together developed the organization, functioning on the principles of 
interdisciplinary teamwork, and they had a lot of professional training together 
as well as experience in teaching other professionals as a team; it was a period 
of very well-functioning interdisciplinary work, and now there is continuing 
cooperation between these professionals even though they no longer belong to 
the same organization.   

From another perspective there is a new team forming now in the center. The 
leader of this team is the last one from the original team who started to work 
since the beginning of the early intervention services. She has a very difficult 
task – to build a new interdisciplinary team following the same approach as the 
previous team model. The task is complicated because the structure of the whole 
center does not facilitate the process of team building. Professionals from the EI 
department often have other duties that draw them from the work in early 
intervention. This destroys the teamwork routines and process of early 
intervention. There is no scheduled time for team meetings, but the head of 
services encourages the team members to common discussions. The 
professionals from the “old” team as volunteers provide trainings for young 
specialists. They come to the center to run seminars and supervisions aimed to 
support the new team. 

The Minsk team could be characterized as a transdisciplinary team, but the 
specialists bring up many questions and problems in team relationships. They 
see the situation in the team as far from ideal, but team issues are quite 
important in their work. 

The team composition is more or less stable; the same specialists have been 
working there since the beginning. They study together, they take part in the 
same projects, they worked closely for several years and they got skills across 
disciplinary boundaries. There are no regular scheduled team meetings, but the 
specialists discuss all questions in-between sessions with families or after the 
working day in an informal way. The specialists have a feeling of knowing each 
other very well that let them solve the problems in very fast and informal ways. 
Therefore, joint team meetings are rarely needed and occur only if some more 
serious problems or questions are raised.     
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Usually the key specialist develops and carries out the individual program for a 
family, but other professionals can be involved as consultants on some stages of 
intervention. Professionals involve parents as team members, but according to 
their words they don’t have a need to work together unlike the specialists from 
Novgorod and Archangelsk teams. 

In talking about the team dynamic, the Minsk specialists noticed that it seems to 
them as a “spiral process”: during some periods everyone feels that they are 
tired of each other and that they are competent enough to work independently 
with their individual cases, but then a new period comes when communication is 
really needed and close interaction brings more effect to the intervention 
process. Generally, the specialists appreciate their team as a harmonic and 
effective one. They stress that they prefer to talk about the ”team around the 
child”, with the interaction between parents, specialists of the EI center and 
specialists from another centers and organizations built on the basis of the 
child’s needs.     

 
Problems 

All teams have different organizational situations, and the problems mentioned 
by the teams are totally different. For example, the Archangelsk and Minsk 
teams have opposite problems. The team in Archangelsk has grown successfully 
and now there is not enough space in the center. Specialists have no office where 
they can do their paper work (writing documentation, preparing training 
material, analyzing the data base, etc.). In the opposite way, the Minsk 
specialists would like to have more professionals on the team and in the field of 
early intervention in Minsk in general. They feel a lack of interaction within the 
professional society, because most of the specialists working with children with 
disabilities adhere to a traditional biological model and, thus, do not share the 
same ideology and approaches as the EI team. The Minsk team works very 
intensively with families and professionals from other EI services; the team 
members are more and more involved in educational activities for other 
specialists in the city and the republic, but they have no time for serious research 
work that necessary in their situation. The team has great practical experience 
and they bring new ideology to the professional society that demands proof of 
the effectiveness of new methods and approaches. 

Again the situation in Novgorod seems most problematic in comparison with the 
other teams. Without understanding and proper support from the administration, 
the team members have to overspend their strength for maintaining the model of 
early intervention.  They have to counter the existing system that puts too many 
tough frames and rules ahead of the interests of the families.  The specialists are 
forced to fulfill the programs according to regulations, not the children’s or 
families’ needs. The specialists see as the main problem that there is no 
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legislation about early intervention in the country; authorities and the center 
administration do not understand the specifics of the EI programs but try to 
control and direct how they should be organized. The team, which was one of 
the first to describe their model of early intervention and become trainers for 
other regions in Russia, unfortunately has no support in its own organization. 
The study visits to the center and participation of EI specialists in educational 
projects cause discontent among the administration. The attempts to change the 
situation have led to starting new EI services based on an NGO.  The hopes to 
change the situation within the municipal center seem very illusory. 
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17. Cooperation and the World Outside  
 
 

Kenneth Sundh & Natalia Baranova 
 
 

In this chapter we will focus on with what type of formal or informal 
organizations the early intervention teams in our cities cooperate in order to 
achieve their aim.  We will also discuss problems and possibilities in relation to 
cooperation. The fact that cooperation is a complicated area for an organization 
is a well-known fact in organizational theory. To make cooperation an effective 
task demands a qualified strategy of collaboration.  

All the centers are networking rather broadly; without reference to the system to 
which the center belongs, the specialists try to organize interagency cooperation, 
involving organizations from the health care, education and social care systems. 
In most cases the EI centers initiate the contacts with other organizations and 
relations between EI services based on both formal and informal cooperation as 
well as on both organizational and personal (between single specialists) levels. 

As mentioned in the previous chapter, there are different activities in EI centers 
and services provided for various target groups: children and families, other 
professionals and society at large.  The content and structure of the cooperation 
inside different service areas depend on the nature of the activity. Interaction 
with other organizations is established on both an interagency level and an 
internal level inside the system.  

 
REFERRALS TO THE SERVICES 

The first specialists who meet newborn babies and who usually identify the 
problems are doctors in maternity clinics or children’s polyclinics and hospitals. 
The efficiency of EI programs substantially depends on a well-organized system 
of referring families to EI services. That is why EI teams pay much attention to 
establishing contacts with organizations in the above-mentioned health care 
system, especially if the EI center does not belong to the medical system.  It is 
very important not only to organize formal referral procedures, but also to 
establish believes system between specialists from different agencies. Doctors 
should have information about the EI center and the services provided there, but 
they should also trust the EI programs and the approaches on which the 
specialists base their work. That is why informing doctors in different medical 
structures and developing close relationships with medical organizations is one 
of the priorities for early interventionists in organizing networks.  
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The main target group among medical doctors consists of child neurologists, 
pediatricians, geneticists and child psychiatrists. These doctors first identify the 
problems regarding the child’s condition, and depending on their way of 
diagnosing and giving recommendations to a family, the child can get either 
adequate or inadequate support on the following stages. 

Specialists in EI centers often use informal contacts with doctors (that means not 
only personal relationships but also attempts to inform doctors and involve them 
in cooperation without formal agreements on an administrative level between 
the EI center and the hospital or polyclinic).  This cooperation is always initiated 
by EI specialists and they regularly revive the contacts and inform doctors about 
EI programs.  

In order to get specific groups of children at biological or social risk to enter the 
EI programs, the EI services initiate contacts with particular agencies, for 
example intensive care units for premature babies, consultation departments for 
pregnant women, medical genetic centers and orphanages. And again, the EI 
specialists stress that if they encourage cooperation with doctors from these 
agencies, the statistics will show an increasing number of children coming to EI 
services; if, on the other hand, they diminish their suggestions, the flow of 
clients referred by doctors will decrease.  

In several cases cooperation with medical agencies has started through the 
committee of health care. Specialists from the EI center should approach the 
committee first in order to get access to other organizations in the health care 
system.    

 
ADDITIONAL DIAGNOSTIC AND MEDICAL TREATMENT  

Only the Minsk team, functioning in the system of health care, mentioned 
among other things additional diagnostic and medical treatment as a reason for 
cooperation. If specialists in early intervention see a necessity of additional 
medical diagnostic procedures or evaluations they refer a child to other 
specialized medical organizations or clinics. This is a formal procedure; there 
are no problems with such interaction inside the system of health care. But if the 
waiting line for the concrete diagnostic procedure is too long and the question is 
crucial from the point of view of the early interventionists, they tend to use their 
informal contacts and make appointments for the family in direct interaction 
with the senior doctor in another clinic or medical center. The same mechanism 
works if EI specialists recommend some other forms of rehabilitation services or 
medical treatment, which is not provided in their center. In such cases they will 
help parents get in contact with other medical centers.      

The two other centers (Novgorod and Archangelsk) can only inform families 
about additional diagnostic or necessary medical treatment and recommend 
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these to parents, but they have no formal right to refer children to medical 
centers because they are not inside the medical system. 

   
TRANSITION OF CHILDREN FROM EARLY INTERVENTION PROGRAMS TO 

KINDERGARTENS 

To transfer children to kindergartens is an integral part of EI programs. All the 
centers try to develop cooperation with preschools (both specialized and regular) 
as well as with the psychological-medical-pedagogical commission (PMPC) – 
the agency responsible for diagnosing the developmental level of children with 
disabilities and providing recommendations about educational programs and 
profiles of educational organizations. According to the governmental regulation, 
children with disabilities should get the official conclusion of PMPC to apply to 
a specialized kindergarten. 

The procedure of assessment carried out by the PMPC brings a storm about it; 
often it is limited in time: a single meeting with a child and parents, when 
different specialists use formal tests; sometimes the conclusions drawn only on 
the basis of medical documentation and conclusions given by other 
professionals. That is why EI specialists, who have been working with the child 
and family during a long period of time, prepare materials and detailed 
documentation, describe the child’s problems and – which is even more 
important from the point of view of the EI specialists – the possibilities and 
strong sides of the child and family, and give recommendations about further 
educational (or rehabilitation) programs.     

This type of cooperation is informal for the centers in Archangelsk and Minsk, 
which function in the systems of social and health care. EI specialists feel 
responsibilities for their clients and try to maintain the interests of a child that is 
not often respected in a full sense.  But unfortunately specialists notice that their 
recommendations do not have a force de jure; the PMPC not always accepts the 
recommendations and conclusions written by EI specialists that parents bring to 
the commission. In some such cases the EI staff – usually the key specialist – 
accompanies the child and parents to the meeting with the commission to 
promote the interests of the child.  

The Novgorod EI department, being a part of the center where the PMPC is just 
another department, does not have any such problems on the organizational 
level. They are an integral part of the center as well as the process of 
diagnostics, but often problems emerge out of ideological differences. The EI 
specialists share the ideas of inclusive education, but the system of education 
follows principles of segregated specialized education for disabled children. 
Most of the regular preschools are not ready to take children with disabilities. 
According to the rules, a preschool can take a disabled child only if so 
prescribed by the PMPC.   
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Cooperation with preschools is the next topic on the list. All three centers have 
this kind of cooperation, but the arrangements and relationships with preschools 
are very different, and the quality of these relationships very much defined by 
whether or not the EI center belongs to the system of education.  

Intentions to continue the program when a child, who has been involved in an EI 
program, starts attending preschool has lead the specialists from the EI centers 
to develop different forms of cooperation with preschools.  In Archangelsk, the 
EI specialists come to the preschools with initiatives and offer the teachers in the 
preschool to build a program together for particular children with disabilities, 
and to organize educational activities such as seminars or supervisions for staff 
members. Sometimes it helps; preschools agree to take a child with disabilities if 
they can get professional support from the EI specialists. Sometimes preschools 
neglect the intentions to interfere by (what they perceive as) outsiders; they are 
not interested in the previous EI program and its results, and claim to need no 
advice for building and fulfilling the program for a child in the preschool. 

Being a part of the health care system, the Minsk EI team does not work directly 
with preschools. They provide consultations for families and children who 
already attend a preschool, prepare documentation and written recommendations 
for the PMPC and sometimes provide educational activities or consultations for 
preschool staff members.  

The center in Novgorod is part of the city’s educational system and all the 
preschools have signed agreements about cooperation. These agreements are 
renewed every year and all forms of cooperation that can be provided by the 
center are listed there. Among the services provided by the center are 
diagnostics, monitoring, educational activities, seminars and professional 
support. If the preschool has difficulties with some children (for example 
children with ADHD, who often visit a regular preschool because they have not 
been diagnosed), they invite specialists from the center to observe the child and 
to help the preschools teachers with developing a program for the child. 
Sometimes parents initiate such visits and ask for support, because if the 
preschool teachers fail to fulfill the regular educational program for a child they 
recommend parents to change the preschool for a specialized one. Inclusive 
education is developing very slowly and only some initiative preschool directors 
support this idea. As for children with disabilities, who were involved in EI 
programs in the Novgorod center, they have possibilities to visit the preschool 
department that is an integral part of the center. 

 
EDUCATION FOR PROFESSIONALS 

Educational activities for other professionals in the cities are not a regular part 
of the work, but all teams listed different organizations to which they relate in 
their role as educators. Among these organizations are schools, rehabilitation 
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centers, other social and medical centers, etc. The forms of educational activities 
are also different and EI specialists are usually invited as lecturers by some 
institutes or other agencies responsible for education of professionals, but 
sometimes they initiate seminars by themselves. The Novgorod EI services 
differ from the other two centers on this aspect. Following the St. Petersburg 
Early Intervention Institute they became the first EI center (that time being an 
NGO) to start educating specialists from other cities in the field of early 
intervention. But then the EI services became the part of the municipal structure 
and because of the organizational changes the functions were divided between 
the center that still had a status of NGO and the municipal services. The NGO 
center continued to develop new methods and techniques that were later passed 
on to the municipal center, provided the seminars and other educational 
activities, but presently the new director does not support these activities. 

 
COOPERATION WITH UNIVERSITIES 

All the centers meet students from different universities studying psychology, 
special education or social work. The services are often used as practical 
placements for students; there are formal agreements about it between centers, 
which EI services belong to, and universities (or usually individual departments 
within universities). Such cooperation can be viewed as a reciprocal interest of 
universities and EI centers. Universities are interested to show practical work 
with children with disabilities for the students, and EI centers can convert future 
specialists to the ideology of early intervention. The new specialists who have 
come to the services during the last few years are mostly those who have just 
graduated from university. Some of the EI specialists also work part-time as 
teachers at universities.  

Unfortunately there are no other forms of cooperation with universities like joint 
research work or scientific projects, but this is due to positions the universities 
are taking; most of them do not favor applied research.  

 
PUBLIC RELATIONS 

Public relations play a rather important role for EI services. As mentioned 
above, informing people about the EI programs is necessary both for getting 
clients to the services (early identification and early intervention for children at 
risk) and changing attitudes towards children with disabilities and approaches to 
support programs made to prevent institutionalization of children with 
disabilities.   

For these tasks, the EI centers cooperate with TV and radio, newspapers and 
magazines as well as with parents’ organizations and associations of disabled 
people.   
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Problems in Cooperation 

Early intervention teams see many problems in cooperation, and the problems 
described by all three centers are very similar. The typical feature for all EI 
centers is that the main initiative of establishing the contacts with other agencies 
always belongs to the EI center. They actively try to establish cooperation with 
other agencies. This can be explained, on the one hand, by these services being 
quite new and in need of presenting themselves to other organizations to become 
known, but on the other hand, the aim of cooperation is not only to give 
information about the services but also to make the aims of the EI programs 
become realized.    

Establishing a network takes a lot of work in itself. This process should be 
encouraged by EI centers on an ongoing basis, but even urgent attempts to 
develop interagency cooperation do not always create sustainable results. Each 
system (health care, education and social care) is very closed and segregated. It 
seems that agencies belonging to these different systems look to each other more 
as competitors. There is no mechanism of interaction between different agencies 
even if they formally should act as the components of a common process serving 
one target group, in our case children with disabilities. As a result some children 
with disabilities do not get any services, some other visit all existing agencies, 
even if the programs in different centers conflict with each other.    

Comparing the cooperation with different systems, all centers noticed that 
doctors are generally more open for contact. They are ready to refer families 
with young children to the EI programs; they give information to parents and 
help to EI specialists to get in touch with families who have children at risk. In 
Novgorod, for example, the EI team has a good experience of cooperating with 
medical nurses who do postnatal patronage of children at their homes. In cases 
where there is a high risk of developmental problems connected, for example, 
with the social environment, nurses will give information about early 
intervention programs to parents or involve specialists from the EI services in 
patronage.  

Most problematic for all three centers is the cooperation with the system of 
education. The specialists stress that the main problem of the system of 
education is rigidity. The teachers in special preschools and schools preserve old 
defectological traditions and attitudes towards children with disabilities; they 
still divide children with disabilities into “perspective” and “non-perspective” 
(those who can achieve good outcomes or not), “educable” and “uneducable”.  
Inclusive education develops very slowly; the cases of inclusion of children with 
disabilities into regular preschools and schools are more exceptions than a rule. 
The system of special education is separate from other services for children with 
disabilities and in most cases preschools are not interested in cooperation. New 
methods based on a modern ideology, that the specialists from the EI teams try 
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to bring to the preschools together with children who are transferred from EI 
programs to preschools, are often not accepted by the preschools staffs. 

Difficulties regarding ideology are among the main types of concern for the EI 
specialists.  These difficulties become obvious when children and families leave 
the EI programs and try to find new services. The EI centers declare that their 
target group is children from birth to three years old. Traditionally children from 
3 years old can apply for preschool or to get other services in rehabilitation or 
social centers. Following the principle of normalization of life, EI services try to 
prepare children for preschool education. But there is a barrier for children with 
severe disabilities to get into the educational system. There is a list of 
contraindications for visiting preschools, even specialized ones; many children 
with disabilities by definition cannot apply for preschools because of their 
medical conditions. 

Some parents who have previously been involved in EI programs are not 
satisfied with the attitudes and approaches prevailing in the centers (social or 
educational) where they come with their children when they have become older. 
They used to be team members and part of a program where their opinion was 
significant and respected. In entering the traditional system of rehabilitation or 
education they cease to play this role; the interests of their child and their own 
interests are no longer considered in the offered programs, or they just cannot 
find any program suitable for their children. As a result, many families come 
back to the EI services. All centers mentioned that they have to continue 
programs for such families even if the children are older than 3 years, just 
because the families cannot find any other place where they can get professional 
support. 

The lack of continuity for families involved in EI programs frustrates the teams. 
They cannot keep children in the programs for many years, because it reduces 
the number of new young children who can be received in the program. At the 
same time the relationships being built with families during the period of an EI 
program lead the specialists to a feeling of responsibility for the future of the 
child, and they feel unable to cut the program unless the family can find support 
in another place. 

Ideological difficulties influence the quality of relationships between 
professionals. All EI teams complain that they are very much alone in the 
professional society in their cities. It is difficult to build a dialogue with other 
professionals on the same level; other specialists who do not share the ideology 
of early intervention cannot give adequate support to the EI staff if they have 
questions or doubts. Quite often the specialists from the EI centers cannot build 
the joint program for families with other agencies if the family needs some other 
resources.  All the difficulties in their work or questions arising in the process of 
intervention they can only discuss within their own team. The organizations that 
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should provide postgraduate education and methodological support to 
professionals are unfamiliar with the EI programs. They could invite 
professionals in this field, but such people would have to be paid for lecturing, 
and there is no money for that in the budgets of the local institutes. The 
questions of education and improving professional knowledge are significant for 
the EI services. The teams need regular supervision, not only inside their own 
team but also with involvement of other professionals in the early intervention 
field. Education is very important for new specialists, because such knowledge 
has not been provided at their universities (the field of early intervention not yet 
being within the universities’ competence). They can often get the practical 
knowledge they need from joint work with more experienced members of the 
team, but for some fields, like physiotherapy, necessary for building EI 
programs, teamwork cannot replace professional education. Physiotherapy as a 
specialty formally does not exist in Russia and post-Soviet countries, and 
therefore education in this field is absent.  

The initiatives to create services in all mentioned cities have come from the 
practitioners who developed this field, collecting knowledge and adopting 
methods and approaches to the traditional system. But in being part of a 
hierarchical system, the EI departments must report to their superior bodies. The 
problem arises when authorities try to conduct the activities of early intervention 
using the same norms and rules. The traditional regulations come into conflict 
with the approaches used in early intervention. For example, the quantitative 
approach to estimation of the results of the work, which authorities try to apply 
to early intervention as well as to other activities, does not provide an adequate 
picture. Furthermore, different understandings of the efficiency of the work 
conflicts with demanded results: “The wish of the higher bodies to lead us and to 
conduct our work, even if they have never seen what we are doing and don’t 
know what early intervention means, makes us angry”. Even if the EI 
department is supported by the director of the center and free to develop their 
work in the center, there are some higher structures that play a more negative 
role from the point of view of the specialists.   

The rigidity of the system is the main barrier that all the teams meet in their 
work. In talking about cooperation, they told us about various contacts with 
different organizations, but these linkages do not create a common network. 
Informal contacts give more fruitful results. The questions and difficulties that 
specialists meet in their work can be solved with concrete people in concrete 
organizations. Cooperation is mainly based on initiatives by individuals. If 
doctors have heard about EI services in seminars or at conferences or have met 
with specialists working there, they are likely to refer families to the center, but 
there is no official mechanism for identification and referral of children with 
disabilities or children at risk to EI services. There are many barriers and 
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contradictions in regulations even inside one of the systems; the interagency 
cooperation causes even more problems. 

The lack of a legislative basis for early intervention on the federal level 
enhances difficulties for the teams. The professionals think that a law about 
early intervention or some other regulative act could protect their right to 
provide the services in correspondence with modern international standards of 
early intervention.        

 
Possibilities 

Despite many difficulties there are some positive aspects and possibilities, which 
specialists in early intervention see as a support system in their work. The first 
thing on the list is the possibility to take part in different international and 
educational projects. Since the moment of their creation all three services have 
been involved in the projects of the St. Petersburg Early Intervention Institute. 
Thanks to several international projects where EII or the centers took part as 
main partners, the specialists earned knowledge in early intervention and, again 
thanks to these projects, all centers could keep their relationships and develop a 
network. For several years the EII staff played the role of supervisors for other 
centers and provided educational activities where the EI teams from the other 
cities could take part.  

One of the main tasks of EI programs is changing approaches towards programs 
for young children with disabilities among professionals. The possibilities to 
present the work of EI services and to participate in educational seminars help 
changing the professional society and bringing new ideas into it. Teamwork 
arouses interest among professionals who usually do not work as a team but who 
see very positive results in the cases presented by the teams of early 
interventionists.     

Early intervention programs manage to form a positive image of children with 
disabilities and also of the parents, whose role is changed from passive 
observers to active participants in the habilitation programs. Now the specialists 
of the EI teams talk about parents as a strong power in society that can force 
both specialists and authorities to develop programs according to the best 
interest of their children. It is a reciprocal process, where EI centers support 
parents making them acting forces, and after that parents start to struggle for a 
better life for their children. Specialists noticed that parents are not only more 
active now but that they also have more knowledge and information; sometimes 
they are more competent in particular questions connected with their children 
than the specialists are, because they collect information from different sources 
and bring it to the program. Parents become a truly important resource for the 
development and realization of intervention programs.  
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All the specialists mention that positive changes regarding children with 
disabilities have occurred generally in society during the last few years, this 
creating many possibilities to improve the quality of intervention programs and 
the positive status of early intervention services. Before, attempts by EI 
specialists to work with severely disabled children in a family context were 
rarely met with understanding by the professional society.  Traditionally these 
children were placed in institutions, and the programs for them did not seem 
reasonable. Attitudes towards people with disabilities and approaches to support 
programs are slowly changing in a positive way. This leads to opening new 
services, for example day care centers for severely disabled children in 
Archangelsk, making it possible to transfer children there after EI programs. The 
Minsk specialists told us that changing attitudes is leading to changing 
legislation. For example, several years ago children with disabilities would not 
be accepted in any preschool; now the family can choose the type of preschool 
and educational program they want for their child. Of course, in practice this 
mechanism is not realized to a full grade; there are still many problems and 
difficulties, but if the law exists it gives hope that the mechanisms will also be 
developed.    

Some possibilities were mentioned by the specialists in connection with 
increasing financial support for the social and medical field from the 
government and regional authorities. These resources are not targeted to EI 
programs but to supporting children with disabilities and their families. The 
governments’ policies towards children with disabilities, both in Russia and 
Byelorussia, are turning towards a better understanding of children’s needs and 
the needs of the families. This also creates opportunities for developing EI 
programs in these countries, since such programs improve the quality of life for 
families with disabled children. 
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18. Results – Hindrance and Success Factors 
  
 

Kenneth Sundh & Natalia Baranova 
 
 

In this last chapter of part IV we will concentrate on the results. It will not be a 
presentation of statistics but rather a discussion of problematic factors and 
success factors in the field of early intervention. From that perspective this 
chapter will try to bring forward positive experiences from the five cities and 
also analyze obstacles to achieving a good result.  

The main discussion in regard to results of EI programs corresponds with 
relations between quantitative and qualitative indicators. All results that the 
specialists were talking about can also be divided into two groups: results that 
the teams are asked to perform and results that they themselves find meaningful.  

Being part of the governmental systems all centers should report about their 
results; usually they are asked about the quantity. This is the main parameter that 
should reflect the efficiency of the services from the point of view of the 
authorities. But demands for figures and quantitative results differ in each center. 
Some centers are satisfied with the situation because it does not destroy their 
work; for some other it is problematic, because the race for numbers prevents 
them from providing a qualitative work. 

For example, the Archangelsk team has no race for big numbers of clients. The 
financial bodies responsible for development the budget used the statistics 
received from the early intervention services. It was real figures from the 
previous year (number of families getting services and number of different 
activities provided by EI specialists during the year). The authorities give no 
orders as to how many children should be covered by the services; the norms 
concern the number of sessions that services should provide during a given 
period of time. The specialists in the EI department collect statistics with the aim 
to analyze their own work. They look not only for numbers of sessions that 
specialists provide during a day, a month or a year, but also for how many 
families each specialist works with as a key specialist, how many families come 
to the services, how many enter the intensive programs, how many finish the 
programs and if some families disappear during a program. The specialists from 
the EI department have developed all documentation and forms of report. They 
mentioned that they are not forced by the administration to report about the 
results; the administration of the center trusts them and the EI team does not 
have to prove that they work in a good and effective way. 

The early interventionists also try to compare their figures with city statistics 
about children with disabilities. The Bureau of Medical Social Expertise 
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(BMSE) is the official agency providing the status of disability (based on 
medical conclusions) and keeping the statistics about all citizens who have this 
status. The EI center uses the BMSE statistics about children with disabilities to 
analyze how many families with disabled children get in contact with EI 
services. It is not their task to reach all of them; that is more of a professional 
wish and interest; usually only one disabled child out of three comes to the 
center. But the EI specialists provide their services not only for children who 
already have the formal status of a disabled person; it can also be children at risk 
or young children who have not got the status yet.     

The specialists noticed that quantifiable results, such as coverage of children 
with disabilities or some particular diagnoses involved in their programs, are 
interesting for them, but the quality of the programs is more important. The 
number of children in the programs is increasing from year to year, but this is 
directly connected with the growth of the team – now the team is three times 
bigger than in the beginning. 

In Novgorod, the situation is different. The quantitative indicators, such as 
numbers of clients coming to the services and numbers of families in the 
intensive programs, have also increased over time because of the increasing 
number of specialists in the center. As compared to Archangelsk the number of 
children that should be served is specified by the authorities. According to their 
order the services of the EI department should cover a certain number of 
children, for example 60 % of all newborn children in the city. These numbers 
are not connected with statistics on children with disabilities or any number of 
identified children at risk. Practically, it is not difficult to achieve because EI 
services are well known due to actively informing the population on TV, radio 
and press about the programs. But the quality of the programs is declining 
because the race for quantity leads to diminishing quality in the programs.  

The Minsk EI department also reports about numbers of sessions and different 
services, but like in Archangelsk they do not have the task to involve as many 
clients as possible. Like in Archangelsk, the Minsk team sometimes sets up 
quantitative aims, for example to get in contact with all prematurely born babies 
attached to the polyclinic that the EI department belongs to. In spite of being a 
high-risk group, not all of these children come to EI services even for screening. 
Rather, the main demands on the EI department concern the effectiveness of 
their work. The criteria for effectiveness differ; from the beginning the requested 
criteria were the accessibility of services (how long time the family should wait 
for the meeting) and the dynamic of child development (how many children 
were prevented from getting a disability status). It has taken some time for EI 
professionals to explain that for different groups of children, the effectiveness of 
interventions can differ. Early intervention is not only preventive programs; 
some problems and delays can be eliminated, but for severely disabled children 
these programs can help only to reduce the limitations and to improve the 
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quality of the child’s life. The team has developed criteria of effectiveness for 
different groups of children on the basis of the International Classification of 
Functioning (ICF). They report about the dynamics in children’s development 
and some statistical data. 

Talking about quantitative results, the Minsk team has noticed that they can, if 
necessary, increase the number of families getting their services.  The team has 
not grown since the services were established, but the competence of its 
members has improved. The specialists can be more flexible in organizing their 
timetable. For example, the primary assessment is usually provided by two 
specialists, but depending on the family’s request or complaints and the child’s 
age, the combination of specialists in primary assessment can vary. The doctor is 
not needed for each primary meeting; every specialist in the team can make a 
primary assessment as well as make a decision as to whether the child should be 
involved in the intervention program or not. The specialists have started to work 
more as a transdisciplinary team, where all specialists share a common 
knowledge and each specialist works as a universal professional; the specialists 
from various disciplines can replace each other, and they involve each other 
only in necessary situations. The specialists stress that the quality of the 
programs have has not gone downhill, but it took several years of joint work to 
achieve the level of competence that made such a structure possible.  

The question of quality is important for all the teams, but at the same time all 
specialists stress that it is more difficult to evaluate qualitative results of a 
program than quantitative ones. There are many questions raised about the 
criteria and tools for such evaluations.     

Lately all teams have developed the forms of assessment that help them estimate 
the results of their programs. 

In Archangelsk, the specialists assess the needs of families by using interviews 
in the beginning of the program, and at the end of each year they ask the parents 
about the program: what the program has given them, what kinds of specialists 
have worked with them, what has been lacking, what they would like to add to 
the program, etc. The specialists started to use this form of assessment with 
families who have severely disabled children because usually parents are asked 
only to fill out questionnaires (KID or RCDI scales) to assess the developmental 
level of the child and the progress during the program. But parents of severely 
disabled children avoid doing assessments on the scale, because they do not see 
big changes in the child’s skills. This observation led the specialists to find new 
forms of evaluation of the results: the questionnaire and later on the interviews 
with parents, which helped them getting the parents opinions about the program, 
their satisfaction, the strong and weak sides of the program, etc. The 
questionnaire form for asking questions about the parents’ opinions did not work 
satisfactorily; many parents would not return the questionnaires. That is why this 
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form was changed to the form of interviews. The specialists noticed that the 
interview form is hard for some parents and in some cases difficult for 
specialists, but sincere talk still gives more feedback and information important 
for further developing the program. Now this form is used, not only for families 
with severely disabled children but for all families involved in intensive 
intervention programs. 

At the end of the year, the specialists fill out the evaluation form regarding the 
effectiveness of the program for their clients. This form includes an assessment 
of the developmental level of the child according to the scales, conclusions from 
key specialists about changes and achievements happening during the program, 
descriptions of the forms of work or services that the child and family have 
received during the year and recommendations from the key specialists about 
the future program. 

The team in Novgorod also uses different forms of simple questionnaires for 
parents to evaluate results and to get their opinions about consultations, group 
sessions or individual programs. But the specialists are not satisfied with the 
content of the questionnaires because even if they use a form of questions with 
open answers, parents usually write only thanks and their wishes to have more 
frequent sessions or a continuation of the program, not critique or suggestions 
for improving the program. The team told us that according to these forms of 
assessment, the parents are satisfied with the programs, but in discussions some 
specialists have noticed that such an evaluation shows the results on an 
emotional level, which is not enough. There should be more objective criteria 
for evaluating qualitative results and these criteria should be developed in 
accordance with the tasks of the EI services. According to other specialists, the 
quality results are always based on subjective factors such as the satisfaction of 
parents and specialists. In some cases parents become satisfied with the program 
just because it makes them feel emotionally comfortable, although the changes 
in the child’s development are minimal; but in other cases the situation can be 
the opposite – specialists see big positive changes, but parents do not express 
satisfaction because their expectations have not been fulfilled and they feel 
depressed.  

For the Minsk EI services (belonging to the medical system), the big question 
also concerns what criteria should be evaluated. The medical system usually 
looks to results regarding changes in the child’s condition. The main demands 
for assessing the results of EI programs are positive changes in developmental 
skills in a child and parents’ satisfaction. For assessment of a child’s 
developmental level in different areas, before and after the program, EI teams 
use KID and RCDI scales. But in case of severely disabled children these 
changes can be very small; development can go very slowly and in children with 
progressive forms of diseases some skills can go down, not because the 
intervention was not appropriate but because of the diagnosis.  In building the 
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intervention program the EI specialists also evaluate the situation in the child’s 
environment, the style of relationship between child and parents and the family’s 
situation in a societal context. This means that evaluations of results of EI 
programs should also be based on assessments of changes in all these aspects. 
To satisfy both views – EI specialists and medical authorities – the team found a 
good tool for evaluating effectiveness: the ICF (see above). By using this tool, 
the specialists can describe functional disorders and how they can be changed.  

The forms of evaluation of parents’ satisfaction were in discussion at the time of 
our interview. The team tried to use different forms, like a journal where the 
parents write their opinions and feedback, questionnaires and personal 
discussions with parents. But the methods of analysis of this feedback are, from 
the point of view of the specialists, very primitive, subjective and time-
consuming. That is why the team was thinking of finding more effective ways to 
get the parents’ opinions.       

The theme of effectiveness and definition of effectiveness of EI programs is an 
acute question for the centers. Being rather new services they need – among 
other tasks – to prove their right of existence: that EI programs are important 
and can play a significant role in the system of support to vulnerable children 
and families. All specialists noticed that the authorities wait for results showing 
the obvious effectiveness of their new services.  

In answering the question about the effectiveness of their services, all teams 
gave a positive response. But the question also provoked a serious discussion 
about the definition of effectiveness of EI programs. There are several aspects to 
be reviewed: effectiveness in relation to the child, in relation to the family, in 
relation to the center or to society.  As for their effectiveness for society, the EI 
centers in all three cities achieve important results. They are well known among 
the population, parents are becoming more attentive to the problems of their 
young children and, most importantly, children with disabilities have started to 
be referred to EI centers instead of institutions. From the perspective of 
preventing institutionalization of young children, the results are obvious. 
According to local statistics, an increasing number of children – including 
children with severe disabilities – are able to stay in their families if the family 
can get support from EI services.     

The results of the centers’ work (from the aspect of effectiveness) are usually 
estimated by the higher authorities in comparison with other organizations in the 
system. As mentioned above, the effectiveness is associated with quantitative 
results. On this aspect EI services often lose to other centers because of the 
working time structure. The specialists in medical centers, for example 
pediatricians, meet with a child 5-10 minutes; a session at an EI department lasts 
1-1.5 hours. Even such a primitive comparison shows that the quantitative 
measurements cannot show the real results.  
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Among different aspects of effectiveness, most of all the specialists in early 
intervention centers are interested in effectiveness with regard to children and 
families. The quality of the family’s and child’s life is at the center of attention. 
Among the criteria of effectiveness of their programs, specialists favor such 
qualitative changes in a family’s life like improvements in the parents’ 
competence, reduced stress in the family, social changes (for example if the 
mother starts working again), changes in the parents understanding regarding the 
aims of the habilitation program (from medical treatment to changing the quality 
of life of their child), etc. Specialists emphasize that they observe these results 
on a subjective level; they do not have the tools for measuring all these criteria. 
But even subjective observations showing positive changes give the specialists a 
feeling of satisfaction. All teams mention this aspect as significant in their work.  

The forte of EI services is their atmosphere and attitude towards families and 
children. Parents with disabled children are stressed for many reasons: beside 
the psychological and physical difficulties connected with the child’s condition, 
they often live under pressure from society and other professionals to isolate the 
child. For many families, the EI center becomes the place where they come to 
relax – to drink a cup of tea, to listen to music, to find new friends and even to 
put a beautiful dress on their disabled child. For many of them it is the only 
place where they feel psychologically secure; parents are sure that they are 
always welcome in the center, that they can talk sincerely with specialists not 
only about the child’s diagnosis but also about life in general. Such relations 
have a strong therapeutic effect, but this is very difficult to present to authorities 
as results. The parents, too, sometimes find it difficult to explain what they get 
in the center; they are waiting for when the real rehabilitation process will start, 
but at the same time they become attached to the center and the specialists 
because it is comfortable for them and their child and they like to visit the place.  

 
Hindrance Factors 

Among hindrance factors for achieving better results, the specialists listed 
difficulties and barriers on different levels. All teams defined factors specific to 
their situations, which vary considerably. For example, the Archangelsk 
specialists marked three such factors: lack of parents’ activity, problems with 
organizing the working time (problems of self-organization) and lack of specific 
knowledge.  

The lack of parents’ activity is connected with traditional expectations from 
parents, who believe that only specialists can help and that the rehabilitation 
process is the responsibility of specialists, not parents. It takes some time to 
involve parents and make them active participants in the EI program. Not every 
parent is ready to share this approach; some of them leave the program wishing 
to find a more traditional rehabilitation program. 
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The problems of self-organization do not seem to be a big problem, but the 
specialists critically noticed that the routines sometimes hinder the 
understanding of “what we are doing” and their reflecting over and analyzing 
their work. The programs are not always successful; in some cases the 
specialists fail to change a situation for the better. The specialists honestly told 
us that they do not have all necessary knowledge; sometimes they feel that their 
competence is not enough for solving the problems.   

The team in Novgorod listed other important hindrance factors. The main 
problem is dissonance between the aims of the EI services and the aims of the 
center. The aims of the EI team, targeted to concrete families, were often 
sacrificed on behalf of other general aims of the center. The specialists told us 
that they have learnt to set the tasks of intervention in accordance with the 
families’ needs – to plan the individual program of a family based on the 
assessment of their needs – but they were asked to show other results. Attempts 
to achieve those external results may destroy the program for a family.  As 
mentioned above, the center strains to cover as many children as possible, in 
accordance with the demands of the authorities. If the authorities put a goal to 
monitor development of, for example, all children aged three years in the city, in 
order to achieve this goal the center would have to stop any other work and 
mobilize all specialists. The programs for concrete families would have to be 
postponed for several weeks, and it is difficult to come back to a program; 
everything would have to be done from the beginning again. 

The next problem mentioned by the Novgorod team is lack of standards of early 
intervention. There are no common standards that describe basic procedures, 
norms and criteria for evaluation. Authorities do not have a common view and 
understanding of early intervention and what is specific about it. That is why the 
demands of higher authorities will differ and often show inconsistent. 

The problems of interagency cooperation also hinder the achievement of good 
results for families. There is no integrated system of support for families with 
disabled children; coordination between different organizations providing 
services for families and children is very poor. There are many contradictions 
between different agencies and specialists. For example, a child with disabilities 
cannot visit the rehabilitation or social center or preschool if he/she does not 
have a vaccination, but doctors are prohibited from doing vaccinations because 
the child has health problems.   

Economic problems also constitute a barrier for achieving better results for 
children and families. For example, there is no possibility to provide families 
with assistive technology.  

Economic and ideological obstacles were listed foremost by the Byelorussian 
specialists. Like their Novgorod colleagues, they also told us that parents lack 
sufficient resources. It is almost impossible to get any technical devices that 
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could support a child in communication, movement, etc. That reduces the 
quality of habilitation.  

However, the ideological obstacles are even more significant. The traditional 
approaches and programs for children with disabilities are based on medical and 
defectological rehabilitation. EI programs often act transversely to the traditional 
system, and sometimes lose to the traditional system. The public opinion also 
plays a negative role. There still exists an opinion that children with disabilities 
should be isolated or at least get professional support in specialized institutions. 
Even if some preschools have made first steps towards inclusion of children 
with disabilities, there is no system supporting this process. An integrated child 
does not get additional support, and there is no professional staff or personal 
assistants, the environment is not adapted for the child’s special needs, etc. 
There is a strong view, both among specialists and parents, that children with 
disabilities are the doctors’ prerogative; that what these children need is mostly 
medical treatment and rehabilitation. Parents often believe in magic medicines 
that could cure the child. Some parents coming to the EI center leave it fast 
because they look for medical rehabilitation and specialists who would give the 
child intensive treatment. Another common opinion is that only specialists can 
help the child and that parents are more of a hindrance than a help to specialists 
in the rehabilitation process. 

 
Success Factors 

Among the success factors there are more factors common to all three teams. 
The first one, listed by all professionals, is the team itself; they all find the team 
model to be the most significant success factor. Teams give support to all 
members; relationships in a team weld professionals into a strong group, closely 
linked on the inside but at the same time open to establish new contacts and 
relationships with other structures. There are also success factors inside the team 
model, such as professional interest and involvement of all team members, 
respect of each other, sharing responsibilities, duties and values, a strong leader, 
etc.   

The following two common success factors are connected with each other: one 
is knowledge and the other one is communication with other professional in the 
field of early intervention. For all the professionals, it was important to get first 
knowledge from the colleagues of the St. Petersburg Early Intervention Institute. 
During a long period of time the specialists from the Minsk, Novgorod and 
Archangelsk EI centers would come to St. Petersburg to participate in seminars 
and supervisions, taking part also in different educational activities and 
international projects. Thanks to several international projects, all teams had a 
possibility to meet together for professional supervision, where they could 
present their own work, exchange practical experience and discuss questions and 
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difficulties in their work. All teams mentioned that such joint meetings with 
colleagues give new knowledge, stimulate thinking and encourage the work. An 
important feature was that usually the whole team participated in these seminars 
and supervisions, which gave a possibility for continuing discussions in their 
own teams and implementation of new knowledge and techniques in the 
intervention programs. As mentioned in previous chapters, the EI specialists in 
all cities stress that they feel lonely in their cities, which is why they appreciate 
the possibility to meet with people “thinking the same way”.      

Some other factors were also mentioned by the teams. For example, the 
Archangelsk team noticed that the form (face) of the center and resources there 
play an important role. When the parents see a comfortable and nice 
environment with many toys and a kitchen for children and families (which is 
very unusual in Russia), they want to come again and again.    

The Novgorod team stressed that the approaches and techniques of early 
intervention themselves lead to success. The deep knowledge about children 
with disabilities, the attempts to focus on the child’s and family’s strong sides 
and the support a child and family can get in real life situations stand out from 
the traditional defectological system. EI programs have a spirit that gives hope 
and beliefs to the families. Families meet a lot of troubles and complications in 
their lives; the system of support for disabled children and their families is 
generally very poor in the country. Therefore, it is very important for them to 
have some professionals who emotionally support them, help to plan their lives 
in small steps, believe in perspectives of child development and assist the child 
to realize his/her abilities. 

The specialists from both Novgorod and Minsk told us about the parents’ trust as 
a strong success factor. From their point of view, the program cannot be 
effective and successful if parents are not ready to accept what the specialists 
offer to them. Parents must trust the specialists to become involved, and then 
their involvement helps them to become competent parents. Specialists are sure 
that every parent has inner resources and the task of the specialists is to help 
them identify and realize these resources.  

Among other success factors, the Minsk and Novgorod specialists noticed that 
emotional aspects have a strong impact: emotions which are transferring from 
the child which laughs, communicating with specialists, feelings of joy and 
pride when a child improves his/her skills and abilities and a family returns to 
normal life, gratitude of parents who do not want to leave the services. All these 
factors lead the specialists to a sense of assurance that the work they do is 
important and necessary. At the same time this assurance gives a stimulus to 
achieve new results. 
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19.  Some Final Conclusions 

 
Kenneth Sundh, Elena Kozhevnikova & Jonas Alwall  

 
 

In this final chapter we will try to bring forward what we consider to be some of 
the most important observations and conclusions for early intervention as a 
theoretical and practical field.  Different chapters in this volume address some 
more basic questions for early intervention. Some chapters deal with the perhaps 
most fundamental question of all, namely what we see as the main argument 
behind the title of this book: against separation.  Other chapters address the 
question of what the most fundamental principles are in building and organizing 
EI activities.  Still other chapters try to find answers to the question of how to 
organize the work with evaluation and method development in the field of early 
intervention. Finally, some chapters discuss the question of how to organize 
policy making. None of these questions is easy to answer and they relate to one 
another in an intricate way.    

 
Why Are We Against Separation?   

In several respects the clinical program of EII was developed as a conscious 
effort to oppose prevailing ways to treat disabled children. The most obvious 
ambition of EII was, of course, to give different kinds of support to children and 
parents as early as possible. The assumption was that it is at the early stages of 
the life of a child that possibilities for positive interventions are the best.  

Chapter 4 in this volume discusses the theoretical foundation – attachment 
theory – for the book’s most fundamental statement: against separation.  
Attachment theory is contributing immensely to exploring the interaction 
between mother and child and give answers to questions like “what does a 
separation imply for a very small child (for example less than six months) as 
compared with a separation which occurs when the child is two years old?” 

Within social care there is plenty of evidence regarding the risks for severe 
emotional damage when a separation of child and mother is taking place. There 
are very strong arguments to hinder such a dramatic change of the emotional life 
of the child.  Knowing that separation is a danger for the child not only means 
that you should try to avoid this “solution”; your obligation as a social worker is 
to do the utmost to help mother and child to create a “good enough” attachment 
system.  
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In building the EI programs, the authors in this book with a first-hand 
experience of such innovative work think they have gained a lot of experience 
by working with families where the attachment system is under threat due to the 
child being disabled. In those cases there can be very strong ambitions and 
inspiration from the biological parents to relate to the child in a positive way, but 
the special problems of the child can nevertheless be a difficult hindrance for the 
parents to find ways of understanding how to manage their unexpectedly 
difficult life situation.    

In chapter 5 the author focuses on the child’s development in order to strengthen 
the theoretical argument behind our statement – against separation – with 
reference to object-relation theory. Several authors have described the 
development of the “I” agreeing that you are not born as an “I” but develop it in 
interaction with the significant other/others. Early interaction and close 
relationships: this is the process that creates the human being and his/her 
existence.  Without interaction there can be no “I”.  

In chapter 6 the author elaborates ethical and existential perspectives on the 
practice of early intervention. In the chapter he discusses two types of questions: 
“1) What ethical issues are involved in clinical work with young children, and 
what are the ethical implications of an early intervention approach?” and “2) 
What existential questions are raised in being disabled, parenting a disabled 
child and/or in child-parent-clinician relationships, that should be kept aware 
and dealt with by anyone working professionally in such contexts?”. Together 
these arguments and perspectives build up the basic principles behind early 
intervention as a theoretical and practical field and also the main argument 
behind the idea to work in close cooperation together with parents and support 
the parents’ self-organization.  

Chapter 8, with the title Communication, and the following chapter about 
working with severely disabled children illustrate the importance of finding 
concrete tools and strategies for building alliances with parents.  
 
 
An Early Intervention Program Should Consist of Four Cornerstones  

In the introduction chapter we presented and discussed what we called the four 
cornerstones of an EI program. The organization must be built on a clinical 
program, an educational program, knowledge achievement by means of a 
clinical research program and policymaking activities.  We insist that such 
programs should be constructed in a way which makes each of the programs 
enrich the others. One consequence of this statement is that staff members are 
expected to take part in all activities in the organization.   

Another consequence is that the staff should work according to the principals 
that underpin interdisciplinary teams. In chapter 7 we discussed the theoretical 
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argument behind interdisciplinary teams. One important theme is related to 
elements, benefits and challenges with different service models. In the chapter 
the authors focused on communication between different disciplines and parents’ 
involvement in the assessment process. Among the team models identified in the 
literature – multidisciplinary team, interdisciplinary team and transdisciplinary 
team – we argue for the interdisciplinary team model as the most relevant model 
for early intervention. In contrast to the multidisciplinary team, an 
interdisciplinary team will develop a case management plan that coordinates 
both their services and the information that is presented to the family. The 
differences between multidisciplinary and interdisciplinary teams lie in the 
interaction among team members and respect for each other’s competence. 
Another even more important characteristic of interdisciplinary teams is their 
capacity to involve parents as equal partners in the planning and realization of 
the intervention programs.  

The chapters in the fourth part of the book, about the implementation and 
organization of EI activities in the different cities, illustrate some of the 
dilemmas and possibilities that occur when you try to realize these principles. In 
chapter 15 we discuss experiences, dilemmas and possibilities in the work 
developed by the teams in Novgorod, Archangelsk and Minsk. When discussing 
concrete organizations it is obvious that the combination of the four cornerstones 
depends on the context: more precisely, the context in form of surrounding 
organizations, financial system and, of course, the target group itself. But 
regardless of the circumstances it is essential never to give up the idea that one 
program must enrich other programs.  

 
The Practitioner as Researcher  

Research and evaluation as an integrated part of an organization based on 
clinical work with parents of disabled children is a complex task.  Nonetheless, 
it seems imperative to emphasize the ideological and rational argument behind 
knowledge building and clinical research as an integrated part of a clinical 
organization. We believe that professional actors, users and researchers all agree 
that the organization needs a mirror in terms of critical reflection on what is the 
best practice, based on a systematic collection of relevant data about the 
outcome of different strategies and methods.  

We also believe that it is possible to reach a consensus regarding strategies for 
data collection and models for analyzing data. In chapter 12 we discussed 
benefits of interviews as a research/evaluation strategy from a clinical 
organizational perspective. With the right kind of interviews and methods of 
analysis it is possible to produce data that have important implications for the 
organization.  In chapter 13 we discussed the discourse about good assessment 
practices and the development of practical tools for collecting relevant data in a 
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clinical setting. From that perspective the evaluation strategy fulfills the aim to 
develop methods for both clinical work and educational programs, and to 
develop the organizational structure. The real challenge is to build an 
organization where research/evaluation is an integrated part of its daily work. 
When you frame the practical questions, such as what should be done and by 
whom, then the ideological statement “the practitioner as researcher” could be a 
genuine challenge for the organization.   

In chapter 11 we critically discussed the use of evaluation methods in an early 
intervention context in relation to the concept of evidence based practice. There, 
the special situation in evaluating interventions in an EI context was compared 
with the evaluation of medical interventions. To evaluate medical interventions 
requires meta-analyses based on randomized experiments. To study what happen 
to parents and their children in an EI program requires also qualitative methods, 
because otherwise it is almost impossible to specify the content of any given 
method or intervention.   

 
Policymaking Is the Key  

From the start the staff members of EII have been eagerly taking part in a lot of 
professional activities with the intention to make early intervention a priority in 
social child care. The external activities have comprised conferences, seminars 
and workshops arranged by local authorities, NGOs, and parent organizations, or 
EII has itself been the responsible agent for such knowledge exchanges. Besides 
taking part in professional and academic discussions, EII has always been 
occupied in preparing for participation in television and radio programs, in 
writing books and articles or translating important texts by writers on the 
international arena. 

At this point in time, the strategy of early intervention for disabled children is 
more or less accepted in Russia, at least in principle. There is also a widespread 
mistrust regarding the outcome of institutional care. Working within this 
professional field is not an obligation of the same kind as it was in the beginning 
of the 1990s, and the role of EII and its programs have had to be changed 
accordingly. In chapter 2 we presented and discussed the situation for children 
separated from their parents in Russia between the years 1990 and 2006.  Even 
if the attitudes towards disabled children living together with their parents have 
changed for the better and legislation has become more progressive, the number 
of disabled children in foster care or at institution has been stable. Traditional 
perspective on disabilities, treatment programs and professionals as experts exist 
side by side with the principles discussed in this volume.  

In chapter 3 we discussed and challenged the concept of handicap and concluded 
that one must be aware of the diagnosis being an essential part of the social 
construction of the identity of the child.  That is to say, the vocabulary – the use 
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of concepts – is essential for our construction of the reality. To influence the 
ongoing discourse around important concepts inside the professional field of 
early intervention is an important task. The most obvious strategy is to take part 
in national and international conferences and seminars, and to continue writing 
articles and books on the topic. 

In part IV of the book we discussed four examples of EI organizations. In the 
chapters we presented examples of how the teams of professionals have dealt 
with the organization and its surroundings in order to find a broader space to act 
and gain support and legitimation for the activities in the programs.   

It is not possible to organize an EI program without a good strategy on how to 
influence the existing surrounding system. The main argument is that early 
intervention must both confront the existing system and build up an organization 
robust enough to fulfill the principles behind an EI program.  To take part in the 
public debate around the needs of early interventions together with parent’s 
organizations seems to be the most important – and at the same time – 
challenging strategy to develop.  

 
The Ambition to Frame Standards for the Field of Early Intervention  

In the foreword we mentioned that our early intervention project was primarily 
aimed at reforming the St. Petersburg Early Intervention Institute (EII). We 
presented several motives for such a reform. On an overall level, an important 
objective was to promote the development of standards in early intervention for 
disabled children, thus creating a model for the care of such children within their 
family structures as an alternative to institutional placements. The development 
of such standards was to be an important outcome of the project, and for their 
implementation other professional teams in Russia and Byelorussia were 
supposed to become involved. 

What, then, happened to these standards and the implementation of them?  The 
simple answer (although the process of establishing it has been quite complex) 
would be that during the course of the project, its focus changed. It changed 
from “standard-setting” to an attempt to accomplish what in essence is even 
more important: the realization of the ideal of the practitioner as researcher and 
a molding of professional and public attitudes in the vast domain of the Russian 
Federation and other former Soviet states.  

Among the decisive steps in this process has been the following: 

Firstly, colleagues from Novgorod, Arkhangelsk and St. Petersburg initiated the 
establishment of an Association of Early Childhood Intervention in Russia 
(http://raeci.ru/) and together wrote the paper Standard Requirements for the 
Organization of Early Intervention Services. This paper was written in 



 

220 

 

consultations with EI practitioners and with parents from different regions of the 
Russian Federation who became members of the Association. 

The idea to start the Association had been presented in 2008 in St. Petersburg at 
the Russian-Swedish Conference dedicated to 15 years of developing early 
intervention in Russia. Later it became possible to get support from the EU 
Commission, and the work was done in the years 2010-2012 in the frame of the 
“Taking Action for Children Together” project.  The Association of Early 
Childhood Intervention in Russia cooperated with Eurlyaid – The European 
Association on Early Childhood Intervention (EAECI).52 Natalia Baranova has 
been the leader of the project from the start. 

Secondly, the Foundation to Support Children in Hard Life Situations, running a 
grant program for Russian regions to “develop inter-departmental early 
intervention programs”53, commissioned the EII to write a report, Early 
Intervention in the System of the Rehabilitation of Children with Disabilities 
(including international and Russian experiences), and later The Collection of 
Materials on Effective Early Intervention Techniques in the Rehabilitation of 
Children with Disabilities.54   

Thirdly, in 2012 a WHO and UNICEF joint paper called “Early childhood 
development and disability: discussion paper” (based on UNICEF’s special 
interest towards EI measures for children with disabilities) was presented at the 
United Nations in New York, clearly stating the need to stop placing young 
children in institutions:  “UNICEF and OHCHR urge Governments throughout 
Central and Eastern Europe and Central Asia to put an end to sending children 
below three years, including children with disabilities, into institutional care”.55   

Fourthly, following instructions56 by the Russian government decreed by 
President Vladimir Putin on April 18, 2013, a working group on developing a 
comprehensive  city early intervention system was officially established under 
the St. Petersburg Social Development Committee, the working group members 
of which included representatives from the City Committee on Education, the 
City Committee on Health Care, the City Council, representatives from city EI 
units in health care, education and social care organizations, from educational 
organizations (EII, the St. Petersburg University and the Herzen State 

                                                 
52 See http://www.eurlyaid.eu/projects/docs/Standards_for_Russian_Early_Intervention.pdf. 
53 See http://www.fond-detyam.ru/?node=15&mode=FundProgram&oid=67&lang=ru. 
54 Сборник материалов по эффективным технологиям раннего вмешательства в системе реабилитации детей 
с ограниченными возможностями здоровья” , the later paper is found on the Foundation’s website  
http://www.fond-detyam.ru/?node=21&mode=Article&oid=3281&lang=ru. 

55 See http://www.unicef.org/ceecis/media_19259.html. 
56 These instructions followed the conclusions of the first conference of the Popular Front on the theme “Building 

Social Justice”, saying that one of the steps of building social justice is a “system of early support to families with 
children with disabilities, maintenance of such families and methodological support to the work”. Prime-minister 
Medvedev and heads/governors of subjects of the Russian Federation were directed to present proposals on this 
issue before September 1, 2013. 
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Pedagogical University), from organizations for parents of children with 
disabilities and for disabled people, from the Russian Consumers’ Society.   

The first draft of the schema for a “Comprehensive EI System” and “Standard 
Requirements for the Organization of Early Intervention Services” were 
presented at the working group’s meeting in June 2013. 

Later, in July 2013, Elena Kozhevnikova presented the same materials at a 
meeting in Moscow, chaired by Olga Golodec, Deputy Prime Minister on social 
affairs. The topic of the meeting was programs for people with disabilities who 
will continually need support. As sole professional representative present at the 
meeting, Kozhevnikova’s invitation to talk about early intervention was in line 
with President Putin's special interest in early intervention and concerned early 
intervention as a first step towards social inclusion.  

However, at the same meeting a report about institutional care in Russia was 
presented, where regional officials reported of the ‘beautiful’ and 'scientifically 
based' care being provided for children and adults with disabilities around the 
country.  

The irony with which we reflect this last report is intended and, of course, due to 
the misconceptions we perceive in all attempts to promote institutional care. 
Institutional care for disabled children in Russia is seriously flawed, not only 
practically but also conceptually. Over the years, what has passed for ‘care’ has 
in essence been maltreatment, and efforts to improve institutional care run a 
severe risk of not paying enough attention to the structures that produce – and 
reproduce – such cruelty. It is one thing that any system of care can – and should 
– always aim for improvement, but a system that is ideologically based on the 
idea of separation between children and parents has a lot to prove before we can 
see it worth supporting. Furthermore, resources going to such a system should 
never be given at the expense of models aiming to strengthen attachment and 
inclusion. 

But let us end our observations on a more positive note: In July 2013 the 
International Society on Early Intervention (ISEI) held a conference in St. 
Petersburg with more than 500 participants from 42 countries. The EII team and 
their colleagues – from Minsk, Kharkov (Ukraine), Arkhangelsk and Novgorod, 
who all participated – are today working all around Russia and in the 
neighboring countries as consultants helping to develop early intervention 
programs. At the conference, they made several presentations: symposiums, oral 
presentations and poster presentations.  

Many other examples could be accounted for as to the important work done by 
EI professionals, in their professional capacities and in functioning as 
consultants and policymakers. Although circumstances have changed in several 
ways and the conditions for EI efforts have from time to time been extremely 
difficult – particularly for the St. Petersburg Early Intervention Institute – the 
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awareness of the need for early intervention seems to be growing. “Against 
separation” is a motto that is gaining in influence. Why it should be so we 
sincerely hope this book has managed to elucidate. 
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