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Executive Summary 
 
This rapid assessment was commissioned in Kyrgyzstan to enable ICCO (the Dutch inter church 
organization for development cooperation) to define the scope and strategy for an extension of its Access to 
Basic Services program to target children with intellectual disabilities and their families. It provides an 
overview of the situation of children with intellectual disabilities in Kyrgyzstan and the support currently 
available to them and their families, and identifies recommendations to increase access to basic services. 
 
Current situation and support available: 

People with disabilities and their families face many barriers in accessing basic services, most significantly 
education, health services and social protection – and those with intellectual disabilities fare worst of all. The 
legacy of the Soviet approach to disability is strong, with disability largely considered a medical condition to 
be treated in the individual, rather than a social condition necessitating a societal response. State residential 
care for children with disabilities is still seen as the natural alternative for struggling parents, with very limited 
support to keep families together. 

The legislative basis for the protection of the rights of persons with disabilities and the provision of special 
entitlements is relatively well developed, but awareness and implementation of these laws is extremely 
weak. 

There are few medical specialists able to diagnose and work with intellectual disability, and those that exist 
favour medical rather than psycho-social interventions.  General healthcare workers have very poor 
understanding of intellectual disability, and combined with transport costs and other barriers this prevents 
people with intellectual disabilities and their carers accessing adequate medical care – the families 
interviewed for this study rated the medical care they received from the government lower than 1 on a scale 
of 0 to 10 

Social protection is limited, with those registered as disabled receiving inadequate disability pensions of at 
most 41 EUR per month.  Registration is a bureaucratic, expensive and potentially traumatic procedure for 
those with intellectual disabilities, and many are not registered.  The provision of social services is mostly 
restricted to administering benefits and some direct physical assistance.  Wider social support to families 
dealing with the particular challenges of intellectual disability is lacking. 

Appropriate education is no more than a dream for most people with intellectual disabilities in Kyrgyzstan.  
There are a few special schools, concentrated in urban areas, but they are underfunded and outdated in the 
education they provide.  Only two of the 21 school-age children included in EFCA’s survey reportedly 
received any school education.  Rehabilitation centres, some funded by NGOs, offer varying levels of 
socialization and care for children with intellectual disabilities, but most only serve primarily preschool or 
kindergarten-aged children.  Special education focuses on a limited academic curriculum at the expense of 
life-skills development, and there is little support for education in the home. 

Kyrgyzstan is a poor country with 40% living below the poverty line.  The demands of care for a child with 
intellectual disability exclude many parents from earning an income, and limit household livelihood security. 
 
Recommendations: 

EFCA identifies intervention and support to people with intellectual disabilities and their carers required 
through four significant phases of life: diagnosis, school age, adulthood and life after their parents are no 
longer able to care for them.  Key recommendations include: 

• Improve detection, referral and diagnosis, and partnership between medical and social services 

• Strengthen family-to-family support structures and parents’ groups, and better inform and empower 
parents to work with their children 

• Move from a focus on restricted academic attainment to an emphasis on learning life-skills, and 
include parents more in the education of their children 

• Raise awareness and understanding in society of intellectual disability, to promote tolerance and 
greater inclusion. 
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I. Introduction 

1.1 Background 

The rapid assessment was commissioned in Kyrgyzstan by ICCO, the Dutch inter church organization for 
development cooperation. ICCO provides financial support and advice to local organizations and networks 
throughout the world that are dedicated to improving access to basic services, stimulating sustainable 
economic development and advancing peace and democracy. ICCO is a member of the worldwide network 
ACT Alliance, and in Central Asia works closely together with sister agencies Danish Church Aid and 
Christian Aid. 
 
Children with disabilities are among the poorest and most vulnerable people in Kyrgyzstan according to the 
data of many governmental, international and other organizations. People with disabilities and their families 
face many barriers in accessing basic services, most significantly education, health services and social 
protection – and those with intellectual disabilities fare worst of all. They are among the most excluded in 
Kyrgyz society, increasing even more their disempowerment and limiting their potential to develop and live 
fulfilled lives. Access to basic services such as education, health services and social protection is one of 
seven main programs of the ICCO Alliance global agenda. ICCO Kyrgyzstan is currently defining the scope 
and strategy for an extension of its access to basic services program to target children with intellectual 
disabilities and their families. 
 
This Scoping Study aims to provide an overview of the current situation of children with intellectual 
disabilities in Kyrgyzstan, to map organizations currently providing support to children with intellectual 
disabilities and their families, and to identify strategies to facilitate greater access to basic services. This 
exercise will also contribute to the shaping of ICCO’s global agenda on disability. 
 
Approaches and definitions used 
 
ICCO adopts a rights-based approach to disability, and promotes the “social model” of disability, which sees 
disability as an exclusion of people with impairments from family and social life, equal education, 
employment and access to basic services because of discrimination1. The social model of disability holds 
that it is the interaction of a person’s impairments with various barriers that may hinder their full and effective 
participation in society on an equal basis as others, in contrast to the medical model which focuses on 
individual deficiencies. 
 
The term “Intellectual disability” is used as described in Annex 1. However, this study focuses on those with 
moderate, severe and profound intellectual disabilities, excluding mild intellectual disability, as these are the 
most vulnerable to discrimination, social exclusion and lack of access to basic services. 
 
Objectives of the Scoping Study 
 
This study aims to: 

· provide an overview and assessment of the current situation of children with intellectual disabilities in 
Kyrgyzstan 

· map channels of support to children with intellectual disabilities in Kyrgyzstan  
· identify strategies to facilitate better access to qualitative education, health services, social protection 

and other basic services for children with intellectual disabilities 
 
Scope of work 
 
In particular this study: 

· Provides an overview of the role of the state, disability services, NGOs and other institutions working 
on issues of intellectual disabilities, including parent-led organizations  

· Maps organizations providing support and services for children with intellectual disabilities 
· Identifies key barriers in access to basic services for children with intellectual disabilities  
· Assesses perceptions and attitudes towards intellectual disability and inclusion of children with 

intellectual disabilities among different stakeholders 
· Identifies crosscutting issues for access to qualitative education, health services, social protection 

and other basic services for children with intellectual disabilities 
· Proposes recommendations on potential entry points for ICCO and strategies to facilitate greater 

access to basic services for children with intellectual disabilities 

                                                 
1 Trapman, Pepijn (2006), The Kyrgyz disability guide: EveryChild 
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ICCO contracted Eurasia Foundation of Central Asia (EFCA) to undertake this study. 
 
The Study includes information from a review previously conducted by EFCA of research into the general 
situation of persons with disabilities in Kyrgyzstan and barriers they face (summarized in Appendix 1), and 
information specifically regarding intellectual disability gathered by EFCA in August 2010. 
 

1.2 Methodology 

Data for this rapid assessment were collected by a combination of qualitative research tools - focus groups, 
interviews, and desk review. Following initial analysis, EFCA held a workshop with experts from 
representative regions of Kyrgyzstan to validate and elaborate the findings. Both rural and urban settings 
were selected for primary data collection to provide a holistic understanding, specifically the isolated rural 
province of Naryn and the capital Bishkek. Naryn was chosen as less is known about the situation of persons 
with disabilities there than in the other rural northern provinces (Talas and Issyk-Kul), and rapid research in 
the south is currently impossible due to recent conflict. The capital provides unique access to what specialist 
services exist for people with intellectual disabilities in the country, and is significant in itself as it is home to 
over a fifth of the country’s population. Partners in the provinces not covered by EFCA conducted additional 
focus groups and interviews to confirm extrapolation of EFCA’s findings.  
 
EFCA partnered with: 

· Special Olympics in Kyrgyzstan – to identify persons with moderate, severe and profound intellectual 
disabilities in Naryn and Bishkek 

· NGO Bayastan in Naryn (previously worked with children with intellectual disabilities) – to arrange 
logistics in Naryn 

· Special Olympics International – to provide an international perspective and review findings.  
 
EFCA conducted interviews with 36 service providers (teachers, government officials, NGO 
representatives, healthcare providers, social protection workers) to gather specific information about barriers 
to service provision arising from financial and logistical causes, as well as lack of capacity or awareness.  
These interviews enabled an assessment of the attitudes of service providers towards people with moderate, 
severe and profound intellectual disabilities in particular, and their perceptions of the challenges facing those 
with intellectual disabilities. Interviewees were selected based on their professional role, the geographic area 
they covered, and their availability and willingness to be interviewed.  They were not selected for any special 
knowledge of or involvement with intellectual disability, beyond the requirements of their roles, and can be 
considered reasonably representative of all service providers in such roles. Interviews were also conducted 
with individuals intimate with the country’s residential institutions for persons with intellectual disabilities.  The 
list of interviewees can be found in Annex 5. The study focused on the views and experiences of government 
agencies at the operational level – the level at which services are made available to and experienced by 
people with disabilities and their carers – rather than an investigation of government policy and ministerial 
positions on intellectual disability.  The current volatility in Kyrgyz government, particularly in the social 
sector, combined with the holiday period over which the study was conducted, would in any event had made 
such investigations very difficult. 
 
Focus groups and interviews with 57 families and carers of people with intellectual disabilities provided 
an opportunity not only to discuss the gaps in service they experience, but also their collective priorities for 
service provision, and to begin to develop ideas to address some of the gaps given the barriers identified in 
the interviews.  Focus groups enabled the collaborative development of ideas, and discussion of cross-
cutting issues and those which only affect children with certain types of disability. Family members and 
carers of people with intellectual disabilities were identified to participate in the focus groups at short notice, 
through parents’ groups, rehabilitation centres, EFCA’s regional partners and local authorities.  No further 
selection criteria were applied, but by definition the families with whom EFCA spoke had some form of 
connection to at least one service-provider, i.e they were members of a parents’ group, their child used a 
rehabilitiation centre etc. Noteably all had a family member who was officially registered as disabled.  
Despite the difficulties they list, these families can therefore be assumed to represent the best connected 
and best served in their regions, with the more hidden or isolated families that EFCA did not reach suffering 
even worse situations. More details of the focus groups can be found in Annex 5.  The table below shows the 
number of families and carers interviewed in each province: 
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Interviewees by province 

Bishkek city 9 16% 
Naryn 18 32% 

(Naryn town 10 18%) 
(At-Bashy 3 5%) 
(Kochkor 5 9%) 

Chui 10 18% 
Talas 9 16% 
Batken 5 9% 
Issyk-Kul 4 7% 
Osh 2 4% 
  57 100% 

 
EFCA identified persons working with children with intellectual disabilities in Osh, Batken, Issyk-Kul and 
Talas provinces, and they conducted interviews and focus groups, using the methodology and sampling 
used by EFCA, to complement the information collected directly by EFCA. A final workshop was then 
arranged with 5 participants from these provinces. EFCA presented initial findings to participants and then 
discussed specific issues and solicited recommendations. This workshop was an important tool in validating 
the representativeness of the limited data collected by EFCA, confirming and extending existing findings and 
in identifying recommendations. 
 
Constraints on the quality of research included: 

· Low geographical coverage – ideally all regions would have been surveyed to reveal geographical 
specificities and reduce the risk of distortion of findings by outlying data points, but time did not allow 
a study of such a scale. This risk was mitigated by soliciting views from experts in other provinces to 
ensure that the findings and recommendations also reflect their local situations. 

· Limited verification of data 
· Lack of first hand information on residential institutions – sensitivity on the part of institution 

administrators made it difficult to gain access to institutions for research. Data could only be 
collected through those who visit or had worked there themselves. 

 

1.3 Kyrgyzstan – General Country and Historic Overview 

Kyrgyzstan is a mountainous country with a population of 5.5 million. It has two main valleys where the 
majority of the population is located which include the major cities of Bishkek and Osh. This geography 
makes it hard for the government to provide quality services outside the major cities. Kyrgyzstan is also a 
poor country with a dominant agricultural sector.  The official unemployment rate is 18% (although that figure 
masks widespread under-employment and labour migration) and the population living below poverty line is 
40%2.  
 
Kyrgyzstan lived under communism for 80 years. This ideology included the conviction that the state, not 
family, was carer to all citizens.  The state officially recognized and registered children and adults with 
disabilities as dependents. At the same time the state applied “defectology”, a uniquely Soviet discipline that 
emphasized special education in segregated facilities as the best “corrective treatment” for children with 
disabilities, who were considered defective. 
 
By locking away children with disabilities in isolated and segregated institutions, Soviet society existed as if 
there were no people with disabilities.  They were invisible. For many years, official data collection on 
disability was prohibited; even today it is difficult to measure the prevalence of disability.  
 
Soviet social policy, in combination with the stigma surrounding individuals with disabilities, condemned 
many children to live in institutions their entire lives.  Children with medium and severe disabilities would 
typically be put in an internat, graduate and then be transferred to an adult institution where they remained 
until premature death.  At the same time, children without disabilities in state care – often from poor or 

                                                 
2 CIA – The World Factbook. Retrieved from:https://www.cia.gov/library/publications/the-world-factbook/geos/kg.html#top 
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troubled families, who were encouraged to submit to the primacy of the state3 – carried the additional stigma 
that they must have some mental deficiencies or deviancy that caused their families to abandon them. These 
children also would be classified as disabled, and even if they did graduate from an internat to live in a 
community, they never lost this stigma. 
 
The collapse of soviet state structures and transition to a market economy in Kyrgyzstan the early 90’s 
caused conditions inside and outside residential institutions to deteriorate. According to UNICEF data the 
proportion of the child population in residential care in the country fell dramatically between 1989 and 1994 
and then stayed level, but Everychild estimate a far higher number; accurate numbers are hard to find4.  
Families are still often advised that state care of a disabled child is in the child’s best interests5, and if the 
family decides against institutionalization, the state provides benefits that are below the poverty level and 
insufficient in covering the specific needs of a family in caring for its disabled child.  There is little support 
from the state in terms of upbringing, development and rehabilitation.  
 
As in most societies, the primary care giver is the mother and whatever earning power she may have had in 
the household before the birth of a disabled child becomes severely limited or lost. Given the strain put on a 
family with a disabled child, divorce is high and women who are heads of households often face a life of 
poverty as they bring up their disabled child. 
 
Many families see institutionalization as the only viable alternative. Prejudice plays a part in breaking family 
bonds. It is not uncommon for medical experts, heads of institutions and local authorities to state that 
disability is inherited and linked to the morality of parents, and particularly the mother.  As a result, there is 
no real effort to reunite families with their disabled child once they have been institutionalized. 

 

                                                 
3 "Our state institutions of guardianship... must show parents that social care of children gives far better results than the 
private, individual, inexpert and irrational care by individual parents who are 'loving' but in the matter of bringing up 
children, ignorant." The first Soviet Code on the Marriage, the Family and Guardianship,1918 
4 Carter, Richard (2005), Family matters: a study of institutional childcare in Central and Eastern Europe and the former 
Soviet Union: London: EveryChild 
5 Ibid 
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II. Background to the Survey - Overview of disability in Kyrgyzstan 

 

“Our family is large. There are seven of us, and we live all together in one apartment - 
my husband, mother-in-law, sister-in-law, me, and three children. My husband works at 
the local bazaar, and he doesn’t have a stable income, my sister-in-law is a teacher and 
works at the local school, they are the only people in our family working. My mother-in-
law receives a pension. I’m a housewife, and I sit at home and take care of the children. 

My eldest daughter has Down’s Syndrome. When she was born, the doctors at the 
hospital did not diagnose her as having Downs. When she was four months old, doctors 
in Bishkek diagnosed her, and also found that she has heart disease. My mother-in-law 
is a nurse at local hospital, and she decided to give my daughter massage every day for 
one to two hours. Every evening we used to get the stove very hot, and then my mother-
in-law would sit by the stove and give my daughter a massage. After two years, my 
daughter started to walk by herself, without any support. Her motor functions and 
movements fully recovered. And when she grew up, my sister-in-law, who is a 
schoolteacher, and I managed to teach her the alphabet.  Today, she is in the 3rd grade 
at local school, under an inclusive education program. But there is only one teacher at 
school who has the necessary training and who is able to teach such children up to 4th 
grade. I don’t know what will happen after my daughter finishes 4th grade. So, we really 
see the need for special centres, where our children could continue their education, and 
develop further.” 

Mother of a girl with Down’s syndrome, At-Bashi, Naryn Province 

 
 
An involved and motivated family, working with the services which are available in some areas of 
Kyrgyzstan, can make a huge difference in the life of someone with an intellectual disability. However, even 
in this best-case scenario, there are still gaps in the services available to people with intellectual disabilities 
and their families.  
 
Only 3% of the population in Kyrgyzstan is registered as disabled, in contrast to the WHO’s estimate that 7% 
to 10% of people worldwide have a disability. This low figure reflects less the prevalence of disability among 
the population, and more the barriers to registration that exist (and the fact that older persons with disabilities 
are often registered for old age rather than disability pensions, are not included in disability figures). This is 
demonstrated in the figure below: the number of new disability cases registered in the EU is almost three 
times greater than in Kyrgyzstan. 
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Source: WHO/Europe, European HFA Database, July 2010 

 
 
According to government figures the number of registered persons with intellectual disabilities in Kyrgyzstan 
is 22,300, representing approximately 0.4% of the population.  See Annex 6 for a breakdown by region and 
age-group.  Again, these figures exclude those who are not registered for whatever reason. 
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Previous research conducted by EFCA and others and summarized by EFCA6 shows that persons with 
disabilities in the Kyrgyz Republic suffer from high rates of poverty and discrimination, and have extreme 
difficulty in accessing the limited services that are guaranteed to them by law. Many of these difficulties are 
the result of a lack of understanding about the needs of the disabled and their entitlements among the 
community at large, social-protection workers, the medical community, policymakers, carers, and persons 
with disabilities themselves.  Many of these difficulties are even more acute for persons with intellectual 
disabilities, who in addition to all the barriers posed by lack of facilities and resources must also contend with 
social attitudes that place particular stigma on this form of disability. 

 
2.1 Laws and structures 

Within the Kyrgyz legal system, all people are in theory guaranteed equal access to government services 
and have special entitlements for healthcare, social protection and education, including discounts on utilities.  
In reality, however, the system fails to provide adequately for persons with special needs. The prevalent 
medical model of disability focuses on the “disease’ or what is wrong with persons with disabilities rather 
than on their rights and support needs. As a result, persons with disability find themselves arbitrarily 
prevented from voting and accessing education, healthcare and social protection.  For more details on 
provisions within existing legislation, see the EFCA detailed report7. Government is reluctant to provide 
stronger legal provisions and has not signed the UN Convention on the Rights of Persons with Disabilities 
with one parliamentarian stating that ‘We don’t even have enough money for normal people’. 

Different government structures provide different levels of support to persons with disability. The Council for 
Disability Issues under the President is meant to provide recommendations to the President on disability 
issues. The State Agency for Social Protection is responsible for payment of financial benefits, provision of 
assistive devices, institutions for persons with disabilities and the overall management of government 
support to persons with disabilities. The Ministry of Health is responsible for providing healthcare and 
specialist rehabilitation. The Ministry of Education is responsible for providing all children with disabilities with 
education either in mainstream schools, special schools or in the home. 

 

2.2 Stakeholders and their attitudes 
      

The three major groups, which influence the lives of 
people with intellectual disabilities in Kyrgyzstan, are: 
their families, service providers and society at large.  
Service providers include government officials, doctors, 
educators, social workers and NGO workers or people 
from social organizations.  In each group there are a 
range of attitudes towards people with disabilities from 
positive and supportive to exceedingly negative.  While it 
is impossible to generalize, several key attitudes that 
came to light during the study are worth highlighting. 
 
 

i) Families 
The family has a tremendous impact on the life of a person with an intellectual disability in Kyrgyzstan, and 
their attitude is therefore possibly the most crucial factor in ensuring a good outcome.  Unfortunately, many 
respondents (23 of 31 services providers) indicate that parents, particularly in less educated or lower income 
families, feel a great sense of shame about having a child who is “different” and will seek to hide such 
children, limiting their lives within “four walls,” or else abandoning them entirely.  Even in more positive 
circumstances where parents accept and support their children, almost all families reported (18 interviewed 
in Naryn province) not knowing how to work with their children and said that they did not attempt to provide 
any therapy at home because they did not know how, or did not understand the benefits of family-based 
therapy (as opposed to that given by an “expert.”) 
 

ii) Service Providers 
Prejudice and misunderstanding about intellectual disability persists in Kyrgyzstan, even amongst the people 
working to serve them. Parents reported that when their children were first diagnosed with special needs, 

                                                 
6 EFCA research in Issyk-Kul and southern Kyrgyzstan 2009 (unpublished).  Summarised in Appendix 1:  “The situation 
for persons with disabilities in Kyrgyzstan”, EFCA, Draft - August 2010 
7  ibid 
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that doctors encouraged them to hand the children over to institutions. Nearly all of them (more than 40 out 
of 56) had an experience with officials who were either/both corrupt, disdainful and unsympathetic.   
 

iii) Society 
Social attitudes in Kyrgyzstan continue to stigmatize people with intellectual disabilities and their families. 
Even teachers in special schools and the directors of rehabilitation centres often blamed mothers’ alcoholism 
for a child’s disability. 
 

“People feel sorry for people with physical disabilities, but not for our children. Children 
ask each other ‘do you go to school #30 or something?’ when they want to insult each 
other. 

 Director, School #30, a special school for children 
with intellectual disabilities in Bishkek 

 

2.3 Existing efforts and gaps 

The study identified four life phases for potential intervention and support to persons with intellectual 
disabilities and their families: diagnosis, school age, young adulthood and life after their parents are no 
longer able to care for them.  In contrast EFCA found that most existing efforts focus on children of school 
age, with little attention given to the needs of persons with disabilities later in life, or of families at the time of 
diagnosis.   

 

Interventions at time of Diagnosis 
EFCA did not encounter any interventions specifically aimed at providing support to families at the time of 
diagnosis of a child with an intellectual disability.  However disability experts in Kyrgyzstan and elsewhere8                         
recognize early childhood as a critical time for family intervention: parents have to come to terms with their 
child’s disability and learn how to care for him/her, while it is also a key time for the development of the child.  
The high rate of abandonment by at least one parent (over 30% of the carers interviewed for the study were 
single parents, and an expert in Bishkek believed that the equivalent figure in the city was 80%9) highlights 
the great importance of providing support to families at the time of diagnosis. There are programs run by 
NGOs (Uplift) aimed at reducing the rate of child-abandonment in Kyrgyzstan in general, but such programs 
are not aimed at intellectual disability specifically, and are mostly confined to Bishkek. 
 
Interventions for School-Aged Children 
By far the majority of interventions and support is targeted at school-aged children and their families.  These 
interventions include special schools and rehabilitation centres (both public and private), efforts to increase 
inclusion of children with disabilities in mainstream education, and much NGO programming (such as 
HealthProm, which focuses its efforts on mothers and children).  Nonetheless there are still gaps in this 
provision, geographically and thematically, and further detailed study of existing interventions in this area 
would enable targeting of additional support. 
 
Interventions for Adults and Older Persons 
EFCA encountered very few resources aimed at assisting people with intellectual disabilities once they have 
passed school age.  While many rehabilitation centres in theory remain open to older individuals, in practice 
they lack the funding or the facilities to help people throughout their lives.  The lack of care in place for older 

                                                 
8 See: http://php.com/services/early-intervention-infants-toddlers-0-3 for one example. 
9 EFCA did not investigate further this discrepancy or why it may be the case – an important detail for further study 

Intervention by stage of life 

Diagnosis 
· Official designation 
· Pensions (age 4+) 
· Abandonment 

prevention 
· Parent education 

and support 

School Age 
· Special schools 
· Pensions 
· Rehabilitation 

centres 
· Parent groups 
· Sponsored trips 
 

Adulthood 

· Pensions 
· Parent groups 
 

Post-Family 
· Pensions 
· Institutions 

(Tokmok) 
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adults with intellectual disabilities was a problem frequently quoted to EFAC by carers, who looked ahead 
with great concern to a time when they would no longer be able or alive to look after their children. 
 

At all stages of life there is a need for existing efforts to target the special needs of people with intellectual 
disabilities and their families.  While public schools and many rehabilitation centres do officially distinguish 
between children with physical and intellectual disabilities, EFCA’s partners in Kyrgyzstan reported that 
people with physical disabilities, for example cerebral palsy, are often treated as though they have 
intellectual disabilities even when that is not the case, and their difficulty is one of communication rather than 
intellectual development.  This distinction is important in service provision, not only because the barriers are 
different for those with intellectual and physical disabilities (please see section 3), but also because the 
prospects for independent living vary considerably depending on type of disability. 

 
The following is an approximate breakdown of the services available in Kyrgyzstan by region: 

Bishkek city 3 special schools, 8 rehabilitation centres (including one municipal centre), several social 
organizations including parents groups, and NGOs defending the rights of persons with 
disabilities. 

Chui 4 special residential schools for children with intellectual disabilities, 2 rehabilitation centres 
and several (4-5) social organizations working with people with disabilities.  Chui Oblast also 
hosts the state residential institutions for the disabled for northern Kyrgyzstan. 

Issyk-Kul The Issyk-Kul oblast is better served than many regions of the country with 7 rehabilitation 
centres and at least 5 social organisations, but no government special schools. 

Naryn 3 rehabilitation centres (Naryn city, At-Bashi and Chaek), 2 additional social organisations.  
No special schools (the school that used to operate is now defunct.) 

Talas 3 rehabilitation centres, 1 social organisation and one special school. 

Jalal-Abad 3 rehabilitation centres, 1 social organisation, 1 special kindergarten, one special school and 
the southern state residential institution for children. 

Osh 4 special schools, 2 social organisations 

Batken 3 rehabilitation centres, 2 special schools 
 

III. Findings by major thematic group - barriers specific to intellectual disability 

 

3.1 Medical care 
 
Medical care was the most pressing need cited by parents of children with intellectual disabilities surveyed 
for this project.  EFCA believes that some of this stems from a genuine need, but that the prevailing medical 
model of disability as a condition to be treated also contributed strongly to that assessment, and this attitude 
in itself represents a barrier to proper care. However, medical care is a genuine concern, particularly in 
cases where an intellectual disability is accompanied by other conditions, or where some of the symptoms of 
a disability can be managed with medication (as in the case of some types of autism).  Commonly cited 
complaints were: lack of qualified specialists, facilities being located too far away and prohibitive costs and/or 
failure to provide discounts and benefits guaranteed by the government. In addition to medical treatment 
specifically connected to their disability, access to general medical care is also a problem.  
 

i) Medical model of disability 

The medical model, prevalent in central and eastern Europe and the former Soviet Union, perceives 
disability as an illness and the person with disabilities as a patient who needs a cure so that they can fit into 
‘normal’ society”10. This medical model of disability is particularly damaging for people with intellectual 
disabilities whose families may continue to seek a medical cure - wasting time and resources - even when 
medical treatment is not appropriate. 
 

“People think that if they could get to a proper doctor they would cure their child… 
The doctors say: this child is physically healthy, what do you want me to do?”  

 Gulmira Kazakunova, head of the Ravenstvo rehabilitation centre, Issyk-Kul 

                                                 
10 Sammon, E. (2001). Children and Disability in the Context of Family Breakdown in Central and South Eastern Europe 
and the Former Soviet Union. EveryChild. 
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This medical model is clearly seen among surveyed families of people with intellectual disabilities. 23 of 56 
respondents11 (41%) mentioned medicines when they were asked what types of support they needed. Also, 
families/carers on the other hand recognized education as the second important type of support required for 
their child with special needs – 10 of 56 respondents (18%). And in the third place – rehabilitation and 
psychological support. 
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The most meaningfull support NOT available
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This diagram, also demonstrates a trend, when families perceive medicines as a cure for their child’s 
intellectual disability. According to the EFCA survey, 26 of 56 (46%) families interviewed declared medical 
support as the most meaningful support not available for them at this moment. 
 

ii) Lack of specialists 
 
The directors of all the rehabilitation centres interviewed for this research listed a lack of specialists, 
particularly speech therapists and “defectologists” as one of their top two concerns.  Kyrgyzstan suffers from 
an acute shortage of people trained and educated to work with people with intellectual disabilities. One result 
of this, together with the lack of understanding of intellectual disability among general medical professional 
and the relative isolation of many communities in Kyrgyzstan, is that many intellectual disabilities are 
diagnosed late, often at age seven or eight after the first year at school, or never clearly diagnosed at all. 
 

“In Soviet times there were 300 child psychologists, now there are five or six. They’ve 
all left, especially the good ones.” 

Leader of a group for parents of children with intellectual disabilities, Bishkek 

 
                                                 
11 One of the 57 interviewees did not provide answers to the structured survey. 
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iii) Inaccessible facilities, lack of transportation 
 
What specialized medical facilities do exist are concentrated in Bishkek.  Parents and government officials in 
Naryn province said that specialized care, including surgery, was only available in Bishkek, which is over 5 
hours by car from Naryn city and costs a minimum of 500 som (8 EUR) per person for transport alone.  As 
people with moderate to profound intellectual disabilities can’t travel unaccompanied, transportation costs 
are doubled.  
 
The Republican Centre for Mental Health in Bishkek focuses on intellectual disability rather than mental 
illness. Officials there are responsible for certifying people as “invalids”. They should travel to the regions 
60% of the time, but they have minimal budget for transportation, meaning that they rarely visit communities 
smaller than an ayil okmotu centre.  Since an ayil okmotu consists of an average of five villages, even in the 
best-case scenario where people are accurately informed about the timing of visits by officials, travel still 
presents a barrier to access. 
 

“Today if you need to get good quality services from doctors or educators, you have to 
go to Bishkek. My son and I, we both receive pensions around 2000 soms a month. 
This allows us to go to Bishkek once, because transport from Naryn to Bishkek costs 
500 soms per person for a one way trip… But then what? How should we live and 
survive..? 

Father of a boy with intellectual disability, Naryn 

 
iv) Lack of government services 

 
According to the EFCA survey, fewer than 5% of people identified as having an intellectual disability said that 
they were able to receive the medical services to which they were entitled and which they needed, as 
opposed to nearly 36% of respondents who said that they tried, but were unable to get what they needed12.  
In EFCA’s survey of families of people with intellectual disabilities, on a scale of 0 to 10, families rated the 
medical care they received from the government at the astounding level of 0.8. 

 
v) General healthcare 

 
While general healthcare was not included in this research, earlier EFCA research13 has suggested that 
people with disabilities do not receive even a minimal level of general care - more that two thirds of women 
with a disability, for example, had not seen a gynaecologist in more than four years.  Outside of Bishkek, 
families never mentioned receiving medical care that was not related to their child’s disability, and within 
Bishkek it was mentioned as yet another service that they could not access, either because of cost or a lack 
of medical staff who understood and could adapt to their children’s special needs. 
 

“Don’t even talk to me about going to the dentist!” 

Mother of a child with autism, Bishkek 

There is an ongoing need for prevention of disability through raising awareness among mothers of the 
dangers of alcohol and drug use, the provision of folic acid supplements for pregnant mothers and provision 
of iodine for children through the use of iodised salt. 
 

3.2 Social Protection 

The social protection system in Kyrgyzstan provides two main services to persons with intellectual or other 
disabilities: pensions and access to social workers.  This is also a system tasked with caring for people who 
end up in institutions, either because their families give them up to state care, or because their carers have 
passed away. 

                                                 
12 “The situation for persons with disabilities in Kyrgyzstan”, EFCA, Draft - August 2010.  Carers answered on behalf of 
persons with disabilities severe enough to prevent them from answering themselves 
13 ibid 
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i) Pensions 

The major form of support received by most families of people with intellectual disabilities is a government 
pension.  All persons registered with the Medical Social Expert Commission as disabled in Kyrgyzstan are 
entitled to receive a pension, which ranges up to a maximum of 2500 som per month (41 EUR).  Families 
surveyed reported that this sum is insufficient to cover even their medical costs, and in some families it 
represented the only source of household income (see section IV.d for more on poverty and intellectual 
disability.) 

Nearly 80% of people surveyed by EFCA who were identified as having an intellectual disability were 
registered with the commission, a little less than the 90% of people with physical disabilities who were 
registered. However, the people surveyed were among the most accessible in their communities, EFCA’s 
partners in this research estimate that for every person registered, there are 2 or 3 people with a disability 
who are not registered. Some of this may be connected to parental shame (see section III.b.i), but some of it 
is also connected with the registration procedure, which is particularly problematic for people with intellectual 
disabilities. In order to be certified by the commission, a person must first get an official diagnosis, which can 
be expensive as doctors sometimes require bribes in exchange for a diagnosis, or may be located far away 
(see section IV.a.). The person with the disability is then required to go before the commission and answer 
questions intended to assess their “pathological condition.” For children who have intellectual disabilities, this 
procedure is traumatizing, and also not effective for understanding their complex diagnoses; and for their 
families the procedure is opaque, confusing and requires making multiple trips to multiple offices, further 
compounding whatever transportation problems exist. 

“It’s almost as though the assessment system was designed to scare these children 
and get bad results.” 

- Olga Voloskova, Special Olympics 

 

ii) Social workers 

In Kyrgyzstan, as in most countries, social workers are responsible for supporting vulnerable families and for 
ensuring that vulnerable children are not abused. Disability experts, however, agree that Kyrgyzstan’s social 
workers do not generally fulfill this role of providing broad support to the families of the disabled, describing 
them more as “technical workers” whose main functions are the administration of benefits and occasional 
humanitarian aid, and in some cases helping with physical tasks such as cleaning or buying medicines. In 
addition to lacking training to support families of people with disabilities, social workers are underfunded and 
overloaded, with a single social worker often having to cover an unrealistic geographical area and 
population. 

“There are not enough social workers…If there was a way to do a monthly tour of 
families it would help greatly… It would be best to occupy them [the children] with 
something, to guarantee them attention.  More than pensions, we need to get them 
out of the house and change the impression of society.” 

Worker of the Department of Support for Families and Children, Kochkor, speaking 
about the role she would like to see social workers play in her region 

 

iii) Institutions 

UNICEF estimates that in 2002 there were 2,993 children with disabilities living in public institutional care, 
reduced from 7,187 in 1990; but this closely tracks the reduction in overall child population, so as a 
proportion of all children the number of children with disabilities living in public institutional care remained 
unchanged at around 15 in every 10,00014.  However as previously noted the real figure may be 
considerably higher: EveryChild estimated in 200515 that the number of all children (not just with disabilities) 
in residential care in Kyrgyzstan was 2.9 times higher than the UNICEF figure. Nonetheless, the figures 
presented demonstrate that the majority of disabled people in Kyrgyzstan are not cared for in residential 
institutions. 

                                                 
14 UNICEF (2008), Assessment of the Situation of Children with Disabilities in Kyrgyzstan 
15 Carter, Richard (2005), Family matters: a study of institutional childcare in Central and Eastern Europe and the former 
Soviet Union: London: EveryChild 
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There are three residential institutions specifically for children with intellectual disabilities under the State 
Agency for Social Provision: “Belovodskiy” in Bishkek and institution in Jalalabad and Talas, which are home 
to approximately 400 children who have been categorised as “non-learning”.  See Annex 7 for a list of 
residential institutions.  There are also several other institutions under the Ministry of Education, but EFCA 
was unable to obtain figures for the number of children in these as key officials were on vacation during the 
study period. Public government documents16 state that in total there are 14 special boarding schools in 
Kyrgyzstan for children with special needs. 

“Conditions vary considerably from one residential school to another, and, despite 
certain improvements, the worst ones are for the disabled children. The living 
conditions are not up to the special requirements of such cases, nor are the food, 
sanitary standards, or opportunities for person-to-person contacts.” 

Kyrgyzstan Country Report 2002, UNICEF17 

Children orphaned or abandoned before the age of four are sent to “baby houses,” when they age out of that 
system, Children with intellectual disabilities are sent on to “psycho-neurological” institutions until they are 
18, at which time they are moved to one of five centres for adults (1 male, 2 female, 2 mixed).  These 
centres do not offer any education, and offer progressively fewer services as the residents get older. 

 “This is a government institution—we do not treat people here, we just sustain them… 
These people aren’t allowed to vote - you should already understand what sort of 
people they are.”  

Director of state residential institution for adults with intellectual disabilities, 2010 

The study did not seek to revisit the assessment of the level of care provided in institutional care in 
Kyrgyzstan, or the impact this has on the people who live there. This is relatively well understood, and EFCA 
could not hope to add much through this limited study 

Four decades of work to improve the living conditions of children with disabilities has 
taught us one major lesson: There is no such thing as a good institution 

UNICEF 200518 

Inappropriate institutional care remains an extremely serious and long-term problem in Kyrgyzstan as in 
most CIS countries, and the pressure to give up a disabled child to state institutional care was reported in a 
number of the focus group discussions and interviews that EFCA conducted. 

“Everyone – neighbours, relatives, social workers, they all advised me to give my son 
to the Internat. At first I didn’t want to, but later I decided, maybe for my son and my 
family it would be the best option, so I left him at the Internat. After 3 months I came 
back to see how he was doing. What I saw, when I came to the Internat, was very 
painful for me.  My son was very thin and his head was full of lice. He was so hungry 
that he was eating his own feces. 

It was my mistake, my biggest mistake. I took him back home immediately. Now, I will 
never give him to any other Internats. When I die, I would rather he died next to me 
than let him die in those awful conditions” 

Father of disabled son, Naryn (date of these events unknown) 

“I gave my child to the Internat, but when I came to visit him after a month I found him 
caged in with the other children in a small room, in terrible conditions. When I tried to 
take him home the administration staff wouldn’t allow me, they said it would take a 
couple days, and some documents. I couldn’t wait so long… I stole him that night. 

Unfortunately we had to leave all our documents at the Internat, and now we don’t 
receiving a pension. But I’m very happy that he is back with me, with his family” 

Father of disabled son, Kochkor (date of these events unknown) 

                                                 
16 Education Development Strategy of the Kyrgyz Republic, 2007-2010 
17 UNICEF Innocenti Research Centre (2005). Children and Disability in Transition in CEE/CIS and Baltic States. 
Florence, Italy 
18 Ibid. 
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3.3 Education 

According to Kyrgyz law, all children are entitled to an education, and children who cannot be educated in 
mainstream schools are entitled to education at home.  Articles 32 – 35 of the Kyrgyz Children’s Code spell 
out the rights of all children to an education, to “special conditions” as necessary, including “special groups, 
classes and organizations,” and the rights and obligations of both parents and organizations to provide 
children with an education. Recognizing that education in integrated classrooms is inappropriate for most 
people with moderate or more severe intellectual disabilities (Otterman, 2010)19. - the education provided in 
schools does not meet the learning needs of people with moderate or severe intellectual disabilities. 

In practice, however, few children with moderate to severe intellectual disability receive any sort of education 
by someone trained to work with them, of 21 school-age children included in EFCA’s survey only two 
reportedly receiving any education at school, of which one was in a private school; in rural areas, none are 
receiving tailored education.  Officials at the Ministry of Education declined EFCA’s request for statistics on 
the number of children with intellectual disabilities in special schools or included in mainstream schools.  
EFCA research uncovered several barriers to education for people with intellectual disabilities: 

· Lack of facilities, materials and trained personnel  
· Problems with access 
· Parental shame 
· Misunderstanding of education in the context of intellectual disability 

 

i) Lack of facilities, materials and trained personnel 

Schools 

According to government documents (Education Development Strategy of the Kyrgyz Republic, 2007-2010) 
there are 19 special schools in Kyrgyzstan for children with special needs, including both mental and 
physical disabilities, 14 of which are boarding schools. This is in contrast to 29 special schools in Kyrgyzstan 
in 1992 and 22 cited in the 2008 UNICEF report20.  The majority of these schools are located in or near 
Bishkek or Osh, and some provinces (as Batken, Talas, Naryn, Issyk-Kul) do not have any schools for 
children with special needs.  

School #30 in Bishkek serves 149 students with intellectual disabilities, but occupies 
only half of an unrepaired building and has to teach the students in 3 shifts (morning, 
mid-day and afternoon) in order to accommodate even this limited number. 

 

Rehabilitation Centres 

Rehabilitation centres, sometimes funded in whole or in part by NGOs, offer varying levels of socialization 
and care for children with intellectual disabilities, and sometimes offer additional services for their family 
members.  Rehabilitation centres are available in smaller communities than special schools, but most serve 
primarily preschool or kindergarten-aged children, and few have facilities to support older children or 
teenagers. 

“I’m 65 years old, and live with my wife and adopted disabled son. I have other 
children, but they all grew up, have their own families and left home. My adopted son 
doesn’t walk, he has a cerebral spastic infantile paralysis and is intellectually disabled.  

When my son was young, he attended a kindergarten, which had a special program 
(under NGO support). The program helps to interact of disabled children with the other 
children at kindergarten. Before this program, my son had aggressive, anxious 
character, but after, he became very positive and calm. However, when he grew up, 
we had to leave the kindergarten. Now, he is staying at home with us, and has fewer 
opportunities to communicate with other people”. 

Adoptive father of a boy with intellectual disability and paralysis, Naryn 

                                                 
19 Otterman, S. (2010, June 19). Schools Struggle Over How to Teach Severely Disabled People. The New York Times. 
Retrieved Aug 2010 from: 
http://www.nytimes.com/2010/06/20/education/20donovan.html?_r=2&ref=special_education_handicapped 
20 UNICEF Innocenti Research Centre (2005). Children and Disability in Transition in CEE/CIS and Baltic States. 
Florence, Italy. 
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The directors of centres in At-Bashi, Naryn and Chaek all said that someone who is their student once is 
their student for life, but in practice all the facilities in the 3 towns were geared towards small children, and 
EFCA saw no older children at any of the centres.  EFCA heard accounts from carers who became unable to 
transport their child to the centre as the parent became weaker in old age and the child became larger and 
stronger, and also of the unsuitability of child-focused centres for disabled teenagers looking to mix with 
others of a similar age.  It seems that in many cases older children revert to isolation at home. 

 

Materials and trained personnel 

In addition to a lack of facilities, Kyrgyzstan has a severe shortage of people trained to work in special 
education and of adapted materials.  According to the directors of both schools 30 and 22 in Bishkek, which 
together serve almost half of the students with intellectual disability attending special schools in Kyrgyzstan, 
they do not have enough trained teachers to accept all the students who need special education. Their 
teachers have no opportunities for professional development and often become frustrated and quit after a 
year or two of teaching.  

The curriculum used in special schools in Kyrgyzstan was published in Moscow in 1982, and has not been 
updated since then. These materials are often in physically poor condition after nearly 30 years of use, and 
moreover are only available in Russian, which renders them incomprehensible to teachers or parents who 
only speak Kyrgyz or Uzbek. Some educators recognized this as a barrier, especially in communities in 
Bishkek where the demographics are changing to become more Kyrgyz-speaking than they had been 
previously. Even though some educators claimed that the language difference did not present a problem 
since parents wanted their children to learn Russian, the language still presents a barrier since it effectively 
eliminates the possibility of education at home. 

EFCA neither encountered nor heard of any materials designed to help parents work with their children at 
home, which is a major obstacle to education, since it is broadly recognized both internationally (Special 
Olympics, etc.) and by experts in Kyrgyzstan that the family plays a central role in the education of children 
with intellectual disabilities. Only parents in Bishkek had received some support in educating their children at 
home, they stated that they needed help learning to “stimulate their children, to do exercises with them.” 
(Bishkek focus group)  The most important teachers for these individuals - their parents and carers - 
therefore receive no training on how to teach them and how to identify and encourage their special skills and 
abilities. 

 

ii) Problems with access 

Even in communities where facilities for children with special needs do exist, all children will not be able to 
access those facilities. Families cited a high cost of transportation as a main reason why their children did 
not attend a school or rehabilitation centre, or why they had to stop attending. For example, transportation 
costs from Naryn to Bishkek around 500 soms (by August, 2010), Naryn to Kochkor – about 200 KGS, and 
so on. In other situations, a lack of documentation or an appropriate diagnosis can keep children out of 
special schools.  For those who also have physical disabilities, the near-total lack of facilities designed or 
adapted to ensure accessibility by those with disabilities, even simple wheelchair ramps, is an additional 
barrier. 

 

Transportation problems 

Transportation presents a major barrier to accessing educational facilities.  In Bishkek and in Osh students 
often have to use public transportation to get to school if their parents cannot drive them - which few families 
of disabled children can afford.  Children with moderate or severe disabilities, however, cannot take public 
transportation on their own, and the cost and time of accompanying a child is prohibitive for many families. 

“They have their cards (identifying them as disabled and entitled to free transportation) 
pinned to their jackets - but they always lose them or tear them.  You can’t print it on 
their foreheads ‘I am disabled.’” 

 Director, special school in Osh, describing problems of transporting 
her students to and from school. 
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In villages and rural areas, facilities may be located very far from the families of children with special needs 
and alternative transportation is not available. 

 

Documentation 

In order to receive special education, a child must both be registered as disabled (see section IIIa for 
complications with the registration process) and must be an official resident of a city in order to attend or 
receive services from city schools. This presents an additional barrier, particularly to families who have 
migrated to urban centres from rural areas and may not be able to officially register their residency. 

 

iii) Parental shame 

Family shame can present an additional barrier to education for people with intellectual disabilities. Even 
when special schools are available, some parents will still keep their children home. Education experts 
including teachers, the directors of special schools and the heads of rehabilitation centres repeatedly 
observed that parents are ashamed to send their children to special schools even where such facilities exist. 
They therefore send their children - even those with severe disabilities - to mainstream schools, where they 
are seated in the last row and ignored until after the fourth class, which is when students are expected to 
begin moving from room to room to study different subjects.  After that time, some of the students may be 
sent to special schools, where they will be behind their peers and are frustrated to suddenly have demands 
places upon them for the first time. More frequently, they will simply stop attending school.  As a 
consequence, these students miss the opportunity to have an education which is appropriate for their needs 
even when facilities are available. 

Delayed diagnosis of intellectual disability was noted by education experts to contribute to this problem in 
Kyrgyzstan.  Once a moderately or severely intellectually disabled child has attended a mainstream school 
for several years, even though learning nothing, parents can be reluctant to accept that a special education, 
and withdrawal from mainstream education, is in the child’s best interest. 

“When we married, we were students, and therefore weren’t able to provide necessary 
care to our first child, to our daughter. Then, we decided to give her to our parents in a 
village, immediately after she was born. When she went to school, she was lagging far 
behind other students. Both grandparents and teachers thought that she was lazy and 
too spoiled. And nobody paid much attention to her condition and special needs. She 
even couldn’t go to school and back home by herself, she was always accompanied 
by her grandfather, otherwise she could get lost (even at elder ages). At that time, 
nobody realized that she was an intellectually disabled kid. 

Now, she is 42 years old, living with us. Even today, we don’t know exactly her 
diagnosis. We are scared to live with her, sometimes she gets angry and beats all of 
us. Me and my husband, we are old enough to deal with her, and handle her attacks, 
fits. My son, her brother, moved with his family to another place, because of her 
condition. She doesn’t sleep well, can’t talk properly, and recognizes only few people. 
She also can’t do anything at home. We don’t know what to do with her, what will 
happen after we die… 

We regret that didn’t give her to special school, or showed to doctors for special care. I 
believe that we could do something when she was little. No, I think, we are too late to 
change anything…” 

Mother of a woman with intellectual disabilities, Chaek village, Naryn 

 

iv) Misconceptions about special needs education 

Of all the barriers to education for people with moderate to severe intellectual disabilities, the conception of 
education, on the part of both families and educators, as being primarily the teaching of literacy and 
numeracy is one of the most subtle and difficult to address. While the special schools in Osh and Bishkek do 
include “labor” as a main element of their curriculum (teaching female students to sew or do handicrafts and 
male students to garden or do woodwork, as appropriate), and some provide students with lessons on basic 
life skills and housekeeping, the overall focus is still on academics rather than preparing students to live an 
independent, or semi-independent life. This barrier is illustrative of the overall conception of special needs in 
Kyrgyzstan wherein people with intellectual disabilities are considered “children” to be taken care of their 
entire lives rather than as individuals who might someday be able to express a certain degree of autonomy. 
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In part because of this conception of disability and in part because of an overly rigid understanding of 
education, insufficient attention is given to working with children to build and develop a foundation for 
independent living. 
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IV. Poverty 

Rates of poverty are high in Kyrgyzstan overall, and the disabled and their families are particularly vulnerable 
to poverty.  In the previous survey conducted by EFCA, fully two thirds of people with disabilities and their 
families reported that they did not have enough money to cover even their basic needs, and the families of 
people with intellectual disabilities surveyed have similar rates of poverty - 13% said that they did not have 
enough money for food and 46% said they did not have enough money for clothing. Only 14 of 56 families 
surveyed for this project (25%) indicated that they had enough money for food and clothing. 
 

 
The two main factors contributing to poverty amongst people with intellectual disabilities and their families 
are: lost earnings due to reduced ability to work, and medical and other costs associated with caring for a 
person with a disability.   
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Reduced Livelihoods Security 

Families with a person with a moderate or severe intellectual disability have fewer options for livelihoods 
than other families, due to the increased care requirements. Lost wages due to having to care from someone 
with a disability were a concern for virtually all families surveyed, with most reporting that at least one person 
had to remain at home at all times.  Only 23 families from 56 surveyed had one or more members working 
full time. This problem was particularly severe for the 18 single-parent families, and families living in areas 
where labor-migration has become the main economic coping mechanism.  Households including a person 
with an intellectual disability have much reduced access to such mechanisms, and are likely to rely on fewer 
sources of income. However, it is worth noting that poverty rates are generally high in Kyrgyzstan, both in 
rural areas and cities. A comparison of poverty rates between families including a child with a disability and 
all families with children was outside the scope of this study, but statistics for the region reported by UNICEF 
in 200521 do not indicate a consistent higher risk of poverty among households with disabled children. 

“I have to look after my son, so I cannot work.  Because of my son I still have to live 
with my parents, they help me with him.”  

Mother of a 15-year-old boy, Chaek 

 

Medical costs 

In addition to lost wages, many families of persons with intellectual disabilities incur large medical costs, 
which can be crippling for families with already small incomes.  Please see section IVa for more discussion 
of barriers within the Kyrgyzstani medical system.  

 

                                                 
21 UNICEF Innocenti Research Centre (2005). Children and Disability in Transition in CEE/CIS and Baltic States. 
Florence, Italy. 
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V. Psychological support 

Most families of persons with intellectual disabilities interviewed receive little or no psychological support 
from either formal or informal sources.  Social workers in Kyrgyzstan, even where they exist, are neither 
trained nor expected to provide this kind of support for families, and many families are unaware of or unable 
to access whatever parents’ groups may exist in their areas. (It is worth noting that the families that EFCA 
managed to reach for this study are likely to be those most active and aware of the support available; the 
situation for those more isolated and hidden is likely to be even worse.). 

“When you have to be always alone with your child it is very difficult… you even start 
to hate your child, which is the hardest thing.”  

Psychologist citing her experience with parents’ groups, Bishkek 

 

Another issue in the field of psychological support is the attitude of surrounding people towards children with 
intellectual disabilities and their families. 29% of interviewed families (16 of 56) believed the attitude of 
surrounding people to their children was negative, 21% (12 of 56) feel that people just don’t care about 
persons with intellectual disabilities (PWID), and 27% (15 of 56) said that people are positive towards them.  
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VI. Recommendations 

Despite (or because of) these many barriers and limited resources, there are several avenues of intervention 
which could make a meaningful difference in the lives of people with intellectual disabilities living in 
Kyrgyzstan. One of the key components, which is recognized both locally and internationally, is involving the 
parents as early as possible in their child’s development and connecting them with other parents who can 
provide advice and support. Based on the findings of this study EFCA has developed the following 
recommendations for areas of intervention at each stage in the life of a person with an intellectual disability: 

 

The time of diagnosis is a critical time for people with intellectual disabilities and their families.  This is the 
time at which families tend to fall apart. There is a need for greater awareness and sensitivity among medical 
staff, and ability to communicate effectively and positively with parents and carers so they can understand 
and accept their child’s diagnosis.   

“The doctors made a healthy child – my daughter – an invalid” 
Mother, Batken 

A significant increase is required in the social support provided to families, both by care professionals and by 
their peers, to give them the skills, confidence and support to begin the daunting task of bringing up their 
child. 

 

Families 

• Begin setting family expectations early, based on realistic assessment of the child’s condition and 
the potential for development and care within the family (with external support) 

• Give parents the concrete skills and confidence to work with their child, and enable them to develop 
a vision of how this can positively affect their child’s development and their future family life 

• Facilitate connections with other parents caring for children with disabilities, particularly to 
demonstrate the range of outcomes possible and reduce the sense of hopelessness that leads 
parents to resort to institutional care. 

• Provide specific support to families to address feelings of parental shame and guilt, and help parents 
stay together during the initial months 

• Raise awareness and provide support to enable parents to register their child for social assistance, 
including direct assistance to overcome barriers including transport costs and personal 
documentation requirements  

Medical and Social welfare Community 

• Raise awareness of the early signs of intellectual disability to improve detection, referral and 
diagnosis 

• Increase understanding of disability as medical and non-medical condition, and sensitivity to and 
ability to address the psychosocial aspects of intellectual disability. 

• Encourage partnerships between the medical community and social welfare community, to enable 
more holistic support to children and families, and improve awareness and uptake of social support 
options available 

• Increase awareness of the alternatives to institutional care and the benefits of children with 
intellectual disabilities staying in their families, educate medical and social welfare professionals 
about the damage resulting from advice to “put your child in an institution and forget about him/her – 
there’s no hope” 

 

6.1 Diagnosis School-Age  Adulthood Post-family 
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Families 

• Encourage family-to-family mentoring and connections to parents’ groups, to bolster social support 
and assist families in navigating service systems and accessing entitlements 

• Give parents a realistic expectation of their child’s academic abilities, and the skills, confidence and 
materials to help their child’s development at home and seek support from the education system 

• Provide avenues for socialization of children in their communities with other children of their own age 

• Help parents understand and balance their own needs with those of their child 

Educators 

• Move from a limited focus on restricted academic attainment to an emphasis on learning life-skills, to 
help children and families achieve attainable levels of independent living  

• Adapt educational objectives to the situation of each child; “Develop the talents that children have” 

Society 

• Encourage tolerance and understanding of intellectual disability, to promote greater inclusion of 
children with intellectual disabilities in society and community life 

 

 

This is the age at which families start to be dramatically under-served in Kyrgyzstan, as the limited child-care 
facilities fall away, and public sympathy for children with disabilities fades as they become adults with the 
associated expectation of responsibility. 

Families 

• Continue support to families to help development of the young adult’s abilities after school-age 

• Provide practical assistance, including mobility aids where necessary, to families coping with the 
more physical demands of caring for a young adult 

• Maintain connections with other families living with disability as contact established through childcare 
and education finishes 

• Provide avenues for continued habilitation and socialization of young adults with others of their own 
age in their communities 

• Promote structured activities which can give parents respite from round-the-clock care. 

Society 

• Raise awareness of the special needs of people with moderate or severe intellectual disabillites and 
the need for continued support to them and their families after the age at which other adults achieve 
independence. 

 

Families 

• Support extended family members in taking over responsibility for care when parents or other carers 
become unable to. 

Diagnosis 6.2 School-Age  Adulthood Post-family 

Diagnosis School-Age  6.3 Adulthood Post-family 

Diagnosis School-Age  Adulthood 6.4 Post-family 
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• Ensure community support groups and relationships established in previous years are able to 
continue their support, giving confidence to parents that their child will not be isolated or 
“abandoned” when they die. 

Social welfare community 

• Promote recognition of and support to individual’s ability to live independently or semi-independently 

• Provide greater community-based state care for  adults with more severe disability where care can 
no longer be provided through the family 

 

6.5 Suggestions for structures 

 

Parent Groups 

• Provide psychosocial support to families 

• Act as local source of information on availability of and access to formal and informal services 

• Enable collective bargaining and negotiating power with state service providers 

• Share costs of transport and other costs of accessing services 

• Increase visibility and inclusion of persons with intellectual disabilities in their communities 

• Increase advocacy power of people with intellectual disabilities and their carers, and connect 
them with local and national disabled persons’ organisations 

Educational Centres 

• Provide day care for children and adults, with appropriate education and socialization 

• Enable and encourage interaction with non-disabled in local communities 

• Develop be developmentally/age appropriate educational materials in Kyrgyz, Uzbek and 
Russian, especially for young adults and adults with intellectual disabilities, to enable families to 
engage with their child’s education in the language spoken at home 

Government Structures 

• Make disability registration process more accessible to and appropriate for persons with 
intellectual disabilities 

• Make specific provision for transportation to access specialist services and authorities. 

FAP (village-level health commission) 

• Identify families with disabled children as soon as possible after birth 

• Ensure early referral for diagnosis and social support 

Social Workers 

• Encourage and support parents in engaging fully with the upbringing of their child, and avoiding 
institutional care. 

• Facilitate introductions to parent groups and raise awareness of the experiences and successes 
of other families living with similar disabilities 

• Provide information on entitlements and access to services and sources of supoport 

• Monitor situation of persons with intellectual disabilities and intervene when greater state support 
is indicated 
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6.6 Matrix of possible interventions 

 Early Childhood School Age Young Adulthood (Semi-) Independent Living 

C
ap

ac
it

y 
B

u
ild

in
g

 Parents: skills needed for working with a child 
with special needs, setting expectations, 
understanding medical/nonmedical condition 

Medical workers: early diagnosis, proper referral, 
sensitivity, understanding medical/nonmedical 
condition 

Social workers: right referral, psychosocial 
support, monitoring development of a child 

Parents: continue to work with 
child and teachers to help child 
develop to their maximum 
potential 

Educators: inclusive education or 
supporting home education 

Parents: continue to develop 
life-skills of their child 

Alternative carers: Transfer 
skills and confidence to 
extended family members or 
others 

S
tr

u
ct

u
re

s 
/ R

es
o

u
rc

es
 

Parent Groups : support in creation of groups, 
mobilization of parents 

Centralised source of: 

• Materials (brochures) on rights and 
entitlements 

• List of groups, NGOs, Education and 
Rehabilitation Centres, which support PWID 

• Information on types of intellectual disabilities, 
case studies of families experiences and 
successes 

Day care Centres 

Education Centres: development 
/ publication / dissemination of 
methodology and materials for 
educators working with PWID (the 
current one was developed in 
1982) 

Education materials in Kyrgyz, 
Uzbek – support in preparation / 
publication / dissemination 

 

Day care centres 

Age-appropriate development 
and education materials 

Continued parent support 
groups 

Day care centres 

Independent living centres 

A
d

vo
ca

cy
 

Enabling young adults and adults with intellectual disabilities to advocate for their rights and interests 

Monitoring of quality and access to services by NGOs, to promote service/resource development and distribution planning 

Access to and monitoring of institutions by parent groups and advocates, to ensure the safety and good health of residents and protect their rights 

Media coverage of issues related to intellectual disability, Special Olympics - developing awareness and tolerance in society 

Work with volunteers – school and university students 
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Annex 1. Intellectual Disabilities22 

 
The term ‘intellectual disabilities’ is used to describe a large number of impairments.  Some impairments 
labelled as intellectual disability may have a definite diagnosis such as Down’s Syndrome, although for many 
children it is impossible to diagnose why and what caused a child to be born or develop intellectual 
disabilities. 
 
This can be very difficult for parents as it is often important for parents to understand why their child is 
disabled before they can come to terms with it.  
 
A person is defined as having intellectual disabilities if they have a delay or incomplete development of 
psyche that impacts on the development of: 

· Thinking  
· Speech  
· Social functions  
· Fine movements 

 
People can have intellectual disabilities in different severities.  Within a modern classification intellectual 
disabilities are categorised in 4 levels although not all of these criteria can be applied to every child in each 
category. 
 
Many parents and specialists confuse a psychological/ intellectual disability with a disabled child 
experiencing psychological problems. 
 
A psychological/ intellectual disability is an impairment or delay in psychological development due to the 
disabling condition of a child.  However, many physically disabled children who do not have psychological 
disabilities may experience psychological problems.  Often these problems stem from discrimination, feeling 
excluded and not accepted or not receiving sufficient stimulation. 
 
This does not make a physically disabled child psychologically disabled.  It means that we need to provide 
sufficient support in order to help a child with any psychological problems they may have. 
 
 
Mild Intellectual Disabilities 
 
Speech 
The speech is practically intact, though may be poorly developed.  Vocabulary increases slowly, passive 
vocabulary dominates over an active one (e.g. showing with signs, gestures and emotions rather than 
speech) often the phonetics of many sounds can be wrong. 
 
Self Service Skills 
Often children can fully develop self service skills including eating, washing, dressing and toileting. 
 
Fine Movements 
These are generally not severely affected and children can acquire practical skills and may go on to be good 
at carpentry, sewing, cooking etc.  However, some fine movements of fingers may be affected although this 
would not generally impact on being to complete basic tasks. 
 
Academic Skills 
Children may have problems intellectual, although specially adapted curriculum’s can achieve good results.  
They may need additional support in schools and additional lessons with defectologists and other specialists 
to improve intellectual ability. 
 
Social Skills  
Children often develop good social skills and can form relationships well.  They may need support when they 
come to have families of their own in terms of financial management, support and bringing up their own 
children. 
 
 
 
                                                 
22 Trapman, Pepijn (2006), The Kyrgyz disability guide: EveryChild 
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Moderate Intellectual Disability 
 
Speech 
Speech is usually delayed in development and vocabulary may be limited, consisting mainly of everyday 
words. Pronunciation may be difficult to understand but children understand common speech when directed 
to them, and can respond appropriately. 
 
Social Skills 
The emotional responses of children are usually better developed than the intellect.  They have skills of 
sympathising and caring for others, but at the same time can be indifferent to people they don’t know.  
However, moderately intellectual disabled children can establish good relationships and communicate well 
with others if given the correct stimulation.  Usually these children need substantial support if they were to 
live independently. 
 
Self service skills 
Self service skills develop slowly but with specialist support children can develop a wide range of self care 
abilities. 
 
Academic 
Many children with moderate intellectual disabilities can learn simple writing, reading and counting skills.  
However, they need to be provided with special curriculum and methodologies to do this.  Teachers need to 
understand how children can learn and simplify tasks. 
 
Work 
They can also learn how to undertake different jobs including house cleaning, washing linen, office work, 
animal care and agricultural work.  Each person is an individual and their individual skills and talents must be 
identified in order for them to find the right kind of job for them. 
 
Fine Movements 
The ability to move develops more slowly in these children and movements may be awkward and they may 
mimic repetitively. 
 
 
Severe Intellectual Disabilities 
 
Speech 
Speech is very limited, children may pronounce simple words and understand basic instructions.  However, 
with specialised speech programmes they can develop short phrases. 
 
Social Skills 
Emotional reactions may be poor although people will often show emotional affection to those they have 
sustained contact with – although this affection may be unstable and disappear if a child is not in close 
contact with this person. 
 
Behaviour 
This may be either very quiet and withdrawn or very excitable and boisterous.   
 
Self Service Skills 
They develop these very slowly and often require many times of repetition and re-visiting techniques. 
 
Academic 
A mainstream curriculum is not suitable for children with severe intellectual disabilities. However, they can 
with adapted programmes develop different skills.  They often do not develop the ability to read and write but 
can express themselves in other ways such as drawing, modelling, drama, dance and practical lessons. 
 
Fine Movements 
There is often delay in physical development.  Movements may be limited, awkward and sometimes chaotic.  
Children will begin to walk and move at a later age.   
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Profound Intellectual Disabilities 
 
Speech 
Speech is usually absent, although sometimes children utter separate sounds.  Often children don’t 
understand others speech and therefore cannot react to it – or only react to intonation. 
 
Reactions 
Reactions to light sound and taste and sometimes even to pain can be weak.  Others have exaggerated 
eating reflexes and eat everything they can find – earth, rags, excrements. 
 
Behaviour 
Often behaviour depends on their physiological needs.  Maybe quiet when they are dry, have been fed and 
are satisfied but upset and or agitated when they are in an unsatisfactory condition.  Children may be 
aggressive towards themselves or other people. 
 
Self Skills 
With very intensive programmes some children can develop some self care skills.  
 
Academic 
Although children are unable to follow a curriculum they do require intensive education to improve practical 
skills and to stimulate their thinking. 
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Annex 2. Case Studies 

 
Case Study 1:  “Overcoming Down’s Syndrome” 
 
“Our family is large. There are seven of us, and we live all together in one apartment - my husband, mother-
in-law, sister-in-law, me, and three children. My husband works at the local bazaar, and he doesn’t have a 
stable income, my sister-in-law is a teacher and works at the local school, they are the only people in our 
family working. My mother-in-law receives a pension. I’m a housewife, and I sit at home and take care of the 
children. 
 
My eldest daughter has Down’s Syndrome. When she was born, the doctors at the hospital did not diagnose 
her as having Downs. When she was four months old, doctors in Bishkek diagnosed her, and also found that 
she has heart disease. My mother-in-law is a nurse at local hospital, and she decided to give my daughter 
massage every day for one to two hours. Every evening we used to get the stove very hot, and then my 
mother-in-law would sit by the stove and give my daughter a massage. After two years, my daughter started 
to walk by herself, without any support. Her motor functions and movements fully recovered. And when she 
grew up, my sister-in-law, who is a schoolteacher, and I managed to teach her the alphabet.  Today, she is 
in the 3rd grade at local school, under an inclusive education program. But there is only one teacher at 
school who has the necessary training and who is able to teach such children up to 4th grade. I don’t know 
what will happen after my daughter finishes 4th grade. So, we really see the need for special centres, where 
our children could continue their education, and develop further.” 
 

Mother of a girl with Down’s syndrome, At-Bashi, Naryn Province 
 
 
Case Study 2: “Power of socialization” 
 
a) “I’m 65 years old, live with my wife and adopted disabled son. I have the other children, but all of them 
grew up, have own families and left our home. My adopted son doesn’t walk, he has a cerebral spastic 
infantile paralysis and he is intellectually disabled.  
 
When my son was young, he attended a kindergarten, which had a special program (under NGO support). 
The program helps to interact of disabled children with the other children at kindergarten. Before this 
program, my son had aggressive, anxious character, but after, he became very positive and calm. However, 
when he grew up, we had to leave the kindergarten. Now, he is staying at home with us, and has fewer 
opportunities to communicate with other people”. 
 

Adoptive father of a boy with intellectual disability and paralysis, Naryn 
 
b) “My son is paralyzed and intellectually disabled. He is 17 years old. When he was younger we used to 
attend a special rehabilitation centre, established by a local NGO. At this centre, he was taught to use pencil, 
draw pictures, and communicate with other children. He felt better, and we didn’t feel that he was isolated. At 
those times, my other children were also young, and used to play with him, go together to the Centre. But, as 
the time went by, my other children left home, and we also had to leave the Centre due to age limits, and 
today nobody at home could take him to the Centre in his wheelchair (I’m old, 63 years old, and not as 
strong as I was). Even our wheelchair is almost broken. On the other hand, my son also doesn’t want to 
attend the Centre; he grew up and wants to communicate with his peers at similar age. Day by day, he is 
getting more and more upset, and doesn’t want to see people/guest coming to our house. It would be 
perfect, if he could communicate with adult people who have similar problems at the Centre.   
 
In general, we are thankful that we had a chance to attend such centre. The Centre changed my son and he 
learned something. Also from our side, we did everything possible. By my profession, I’m a teacher at 
school, work with elementary classes. I could manage to teach him recognize letters/alphabet, and do basic 
counting.” 
 

Mother of a boy with intellectual disability and paralysis  
 
 

c) “I’m a mother of child with cerebral paralysis and intellectually disability. Together with the other parents 
with disabled children, we attend local rehabilitation centre. At this centre, not only do our children receive 
support, but we do too. When we come to this centre, we discuss our problems, try to provide moral support 



Access to Basic Services for Children with Intellectual Disabilities.  Scoping Study 

Eurasia Foundation of Central Asia  Page 31 of 41 

to each other. In some way, we created our small local community, which helps to feel each parent, that 
he/she is not alone.  
 
As you might know, the greatest fear, which every parent has, is what will happen with my child, if I pass 
away. The Centre provides some small hope for us in this issue. You, as a parent, may hope, that the other 
parents are aware about your child, and not will leave him/her alone, in some way, they will stay in touch with 
the child and be aware about his/her life. One of our parents, from our Centre, recently passed away, but her 
daughter with Down syndrome, is under our observation. Her relatives are taking care of her, but we 
frequently stay in touch with her, even just to make sure that she is alright. The girl knows our phone 
numbers, at the Centre we taught her, how to reach us, if she feels need in our support. That’s the way our 
Centre and parents help each other.” 

Mother of a girl with intellectual disability and paralysis  
 
 
Case Study 3: “Going to regular school” 
 
“When we married, we were students, and therefore weren’t able to provide necessary care to our first child, 
to our daughter. Then, we decided to give her to our parents in a village, immediately after she was born. 
When she went to school, she was lagging far behind other students. Both grandparents and teachers 
thought that she was lazy and too spoiled. And nobody paid much attention to her condition and special 
needs. She even couldn’t go to school and back home by herself, she was always accompanied by her 
grandfather, otherwise she could get lost (even at elder ages). At that time, nobody realized that she was an 
intellectually disabled kid. 
Now, she is 42 years old, living with us. Even today, we don’t know exactly her diagnosis. We are scared to 
live with her, sometimes she gets angry and beats all of us. Me and my husband, we are old enough to deal 
with her, and handle her attacks, fits. My son, her brother, moved with his family to another place, because 
of her condition. She doesn’t sleep well, can’t talk properly, and recognizes only few people. She also can’t 
do anything at home. We don’t know what to do with her, what will happen after we die… 
We regret that didn’t give her to special school, or showed to doctors for special care. I believe that we could 
do something when she was little. No, I think, we are too late to change anything…” 
 

Mother of a woman with intellectual disabilities, Chaek village, Naryn 

 

Case 4: “Internat experience…” 
 
a) “Everyone – neighbours, relatives, social workers, they all advised me to give my son to the Internat. At 
first I didn’t want to, but later I decided, maybe for my son and my family it would be the best option, so I left 
him at the Internat. After 3 months I came back to see how he was doing. What I saw, when I came to the 
Internat, was very painful for me.  My son was very thin and his head was full of lice. He was so hungry that 
he was eating his own feces. 
 
It was my mistake, my biggest mistake. I took him back home immediately. Now, I will never give him to any 
other Internats. When I die, I would rather he died next to me than let him die in those awful conditions” 
 

Father of disabled son, Naryn (date of these events unknown) 
 
 
b) “I gave my child to the Internat, but when I came to visit him after a month I found him caged in with the 
other children in a small room, in terrible conditions. When I tried to take him home the administration staff 
wouldn’t allow me, they said it would take a couple days, and some documents. I couldn’t wait so long… I 
stole him that night. 
 
Unfortunately we had to leave all our documents at the Internat, and now we don’t receiving a pension. But 
I’m very happy that he is back with me, with his family” 
 

Father of disabled son, Kochkor (date of these events unknown)
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Annex 3. Interview and focus group questions 

 
Interview questions 
 

1) I have a picture here of a child [photo of child with appearance of Down’s syndrome].  Could you 
describe some of the challenges: 

a. This person might face living in your community? 
b. This person’s family might face in your community? 
c. How do you think other people in your community might react to this person and their 

family? 
 

2) In this interview we are going to be talking mostly about people with moderate to severe intellectual 
disabilities, by which we mean children who have difficulty learning to speak, or who may not be able 
to talk at all, who have difficulty interacting socially with other people, who need special support in 
school, or who maybe cannot attend regular school with other children, and who might have 
difficulties with their movements as well.  An example might be someone who has Downs Syndrome 
or some types of autism.  We’re interested specifically in children who have trouble with their mental 
development, not with children who have physical problems that prevent them from expressing 
themselves or people who have developed mental illness (depression, problems with aggression or 
anti-social tendencies) for other reasons.  Do you know of any people like that in your community 
whom you work with? 

 
3) Could you please describe the work you do with children with intellectual disabilities?  What services 

do you provide to them? 
a. What services do you supply the children?  And what do you provide their families? 
b. Do you face any difficulties in providing those services?  (Lack of funding?  Lack of training 

or capacity? Lack of logistical support?  Attitudes of parents and others in your community?) 
i. Are those difficulties the same in trying to provide services to children with 

intellectual disabilities as with physical disabilities? 
c. How many people with intellectual disabilities, roughly, do you work with?  Could you 

describe their range of disabilities? 
d. What percentage of persons with intellectual disabilities in your community would you 

estimate that you are able to reach?  (This question would be particularly appropriate for 
NGOs, since the government is clearly expected to reach 100% of people, even if they 
don’t.) 

 
4) Given your experience, do you think that the support offered to children with intellectual disabilities 

and their families is generally sufficient?  (In terms of resources, educational opportunities, 
psychological and social support, etc.) 

a. If not, in which areas do you think support is particularly lacking? 
b. Are certain kinds or degrees of disability more or less supported than others?  (Is a child 

who has a moderate disability as adequately supported as one who cannot walk or talk 
normally?  Is a child with a physical disability better or less well supported than one with an 
intellectual disability?) 

c. What do you think are the main reasons people do not get that support?  (People don’t know 
they’re entitled to them, not enough resources, people aren’t adequately trained to provide 
the services, people are ashamed to ask, etc.) 

d. If you had additional resources, what additional services would you be able to supply?  
(Make sure to get answers that are as specific as possible—who would do the work? 
How/where would they be trained?  Where would the supplies come from?  Etc.) 

 
5) What sorts of resources do you think would most help you to provide more or better services to the 

people you work with? 
 
6) Ideally, who should be supplying services to people with intellectual disabilities and their families? 

a. Educational services? 
b. Health services? 
c. Social protection? 
d. Social and psychological support? 

 
7) If someone is in need of a service that you are unable to supply, do you know of any other places 

you could refer him/her to? 
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a. Does it make a difference how severe the child’s disability is or what kind of disability the 
child has?   

b. Is it easier/harder to find support for children with purely physical disabilities? 
 
8) Do you feel like your community supports your efforts to assist people with intellectual disabilities? 
 
9) Could you describe the general attitude of your community towards people with intellectual 

disabilities? 
a. Is that attitude different from their attitude towards people with physical disabilities? 
b. Do you have a sense of the community’s attitude towards the families of people with 

disabilities?  Is it the same for the whole family (ie, do people feel the same about the 
mothers of children with disabilities as they do the fathers?) 

 
10) Having had this conversation, is there anything else you might like to add about the barriers faced by 

the child in the picture?  Is there anything we discussed that you think might help others in your 
community to react more positively to this child? 

 
Thank you very much for your time.  Anything else you would like us to know? 
 
Focus-group questions 
 
If possible, we would like to know a little more about you, your child, the support you receive and the support 
you feel you need but are not receiving.  Your participation in this survey in entirely voluntary, and you 
should feel free not to answer any questions you do not feel comfortable answering. 
 
If you would be willing to speak to us individually after the focus group, please leave a name, and a way for 
us to contact you (e-mail and/or phone number).  We will not share your name or contact information with 
anyone, and none of your information will be published in the final report. 
 
1) We would like to know more about the people living in your household.  Could you please tell us: 

a. The age and gender of the person with the intellectual disability 
b. The ages and genders of other people living in your household, including yourself (for example, 

“Woman—35”) 
 
2) Does your child have a specific diagnosis?  If so, what is it? 
 
3) Can your child do the following (circle yes or no): 

a. Speak even a few words?   YES NO 
b. Carry on a conversation?   YES NO 
c. Understand instructions?   YES NO 
d. Walk on their own?    YES NO 
e. Do buttons or tie their shoes?  YES NO 
f. Recognize family members?  YES NO 
g. Attend school?    YES NO 

 
4) On a scale of 0 (completely inadequate) to 10 (more than adequate) please rate the support you receive 

from the government in the following areas: 
 

Education 
0 1 2 3 4 5 6 7 8 9 10 
Health services 
0 1 2 3 4 5 6 7 8 9 10 
Social protection 
0 1 2 3 4 5 6 7 8 9 10 
Social or psychological support 
0 1 2 3 4 5 6 7 8 9 10 

 
5) On a scale of 0 (completely inadequate) to 10 (more than adequate) please rate the support you receive 

from NGOs or other non-government sources in the following areas: 
 

Education 
0 1 2 3 4 5 6 7 8 9 10 
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Health services 
0 1 2 3 4 5 6 7 8 9 10 
Social protection 
0 1 2 3 4 5 6 7 8 9 10 
Social or psychological support 
0 1 2 3 4 5 6 7 8 9 10 

 
6) Do you, or does anyone in your family, work outside the home?  If so, roughly how many hours per week 

do you/they work? 
 
7) Could you please describe the most important type of support that you receive from any source: 
 
8) Could you please describe the most important type of support that you do NOT receive from any source: 
 
9) Could you please describe the attitude of your community towards: 

a. Your child 
b. You and your family 

 
10) Please indicate who (you, your spouse, your other children, other family members, others) does the 

following activities WITH your child and how often. 
a. Going for a walk  DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
b. Talking with your child DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
c. Playing with your child DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
d. Watching TV or listening to radio with your child DAILY    WEEKLY    MONTHLY    NEVER    

Who does this:  
e. Attending family events DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
f. Going shopping  DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  

 
11) Please indicate who (you, your spouse, your other children, other family members, others) does the 

following activities FOR your child and how often. 
a. Feeding your child DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
b. Washing your child DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
c. Dressing your child DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  
d. Helping your child with daily tasks  

DAILY    WEEKLY    MONTHLY    NEVER    Who does this:   
e. Other    DAILY    WEEKLY    MONTHLY    NEVER    Who does this:  

 
12) Do you have any contact with other families of children with intellectual disabilities?  If not, would you like 

to? 
 
13) In general, do you think that the parents and families of children with intellectual disabilities in your 

community are interested in receiving support or assistance from outside the family?  If so, what types of 
support do you think are most important, if not, why not? 

 
14) Any other thoughts or comments you would like to share? 
 
 
If you would like to be contacted for a follow-up interview, please leave us your name and contact 
information. 
 
Name:        
Telephone/E-mail:      
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Annex 5. List of people interviewed 

 
Partners who participated in validation workshop 
 

# Organization type / Location Name Position Contacts 

1 NGO “Ravenstvo”, Issyk-Kul Ms. Gulmira Kazakunova Director +996 (555) 62-75-25 

2 PF “Nur Bala”, Talas Ms. Zhyldyz Turdugukova Director +996 (778) 24-24-74 

3 NGO “”Yraiym”, Chui Ms. Galina Bosikova Director +996 (550) 22-89-14 

4 NGO “Rema”, Batken Ms. Svetlana Pak Director +996 (543) 23-76-77 

5 Special School #12, Osh Ms. Rahilya Nosirova Director +996 (555) 81-59-07 

 
 

Service Providers 
 
Bishkek 
 

# Organization type / Location Name Position Contacts 

1 Republican Center of 
Psychiatric Health 

Ms. Ravzia 
Zinatulaevna 

Doctor +996 (312) 57-09-63 

2 Special school #30, Bishkek Ms. Sofia Zalyaeva Deputy-director +996 (555) 74-29-40 

3 Special school #30, Bishkek Ms. Alfia Paul Teacher, speech 
pathologist 

+996 (550) 13-62-96 

4 Rehabilitation Center 
“Obereg”, Bishkek 

Ms. Mira 
Kadyralieva 

Manager, parent +996 (543) 22-89-23, 
+996 (312) 37-17-17 

5 Rehabilitation Center 
“Juventus”, Bishkek 

Ms. Nadejda 
Semenenko 

General Director, 
Parent 

+996 (550) 37-31-62, 
+996 (515/7) 79-92-59 

6 Uplift/Aufwind, Bishkek Ms. Nazgul 
Suleimanova 

Director +996 (555) 91-64-73 

7 Special Olympics, Bishkek Ms. Olga 
Voloskova 

Director +996 (555)90-26-29 

8 Special Olympics, Bishkek Mr. Risbek and Mr. 
Zamirbek 

Coaches - 

9 Special school #22, Bishkek Ms. Elmira 
Elitosovna 

Director - 

10 Special School #2, Tokmok Mr. Dushenko 
Altymyshev 

Director +996 (3138) 6-13-31 

+996 (555) 25-74-44 
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Naryn 
 

# Organization type / Location Name Position Contacts 

1 NGO “Bayastan”, Naryn town Ms. Turdububu 
Shamuratova 

Director +996 (777) 42-20-32 

2 Naryn City Department on 
Education 

Mr. Bazarkulov 
A.K. 

Chief specialist +996 (3522) 5-18-23 

3 Naryn Rayon Social Protection 
Department  

Ms. Moldosheva 
A.A. 

Head of 
Department 

+996 (543) 07-61-74 

4 Department of Support of 
Families and Children, Naryn 

Mr. Kylychbek 
Mambetaliev 

Chief Specialist +996 (3522) 51445 

5 Department of Support of 
Families and Children, Naryn 

Ms. Gulmira 
Sultanalieva 

Head of 
Department 

+996 (3522) 51445 

6 Center of Family Healthcare, 
Naryn 

Ms. Tursun 
Alasheva 

Doctor +996 (770) 50-29-81 

7 NGO “Bayastan”, Naryn town Ms. Gulzat 
Musabekova 

Teacher, trainer +996 (3522) 5-65-63 

8 NGO “Ak-Bairak”, 
Rehabilitation Center in At-
Bashy 

Ms. Shaiyrgul 
Omuralieva 

Director +996 (777) 23-97-58 

9 Department of Support of 
Families and Children, Jumgal 
rayon, Chaek village 

   

 
Chui 
 

# Organization type / Location Name Position Contacts 

1 NGO “”Yraiym”, Chui Ms. Galina 
Bosikova 

Director +996 (550) 22-89-14 

2 Department of Support of 
Families and Children, Chui 

Ms. Imanalieva 
E.P. 

Chief Specilaist - 

 
Issyk-Kul 
 

# Organization type / Location Name Position Contacts 

1 NGO “Ravenstvo”, Issyk-Kul Ms. Gulmira 
Kazakunova 

Director +996 (555) 62-75-25 

2 Department on Education of 
Karakol 

   

3 Center of Family Healthcare of 
Karakol 

  - 

4 Social Protection Department 
of Karakol 
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Batken 
 

# Organization type / Location Name Position Contacts 

1 Camp for children with special 
needs, Kyzyl-Kia c., Batken 
oblast 

Ms. Karabaeva N. Director of the 
Camp. Teacher at 
Turkish High 
School 

- 

2 Department of Social 
Protection of Kyzyl-Kia 

Ms. Katyr-aglysh 
Aigia 

Chef specialist - 

3 NGO “Rema”, Batken Ms. Svetlana Pak Director +996 (543) 23-76-77 

 
Talas 
 

# Organization type / Location Name Position Contacts 

1 Administration of Talas oblast 
(the Local Authorities) 

- - - 

2 Center of Family Healthcare of 
Talas city 

- -  

3 Department of Social 
Protection of Talas city 

- -  

4 NGO “Ak-Tilek – Akdobo”, 
Rehabilitation Center  

- - - 

5 Department of Support of 
Families and Children, Talas 
city 

- - - 

6 PF “Nur Bala”, Talas Ms. Zhyldyz 
Turdugukova 

Director +996 (778) 24-24-74 

 
Osh 
 

# Organization type / Location Name Position Contacts 

1 Special School #12, Osh city Ms. Kulmamatova 
C.T. 

Head of Teaching 
Unit 

- 

2 Special School #12, Osh city Ms. Abdukerimova 
D.A. 

Teacher - 
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Families/Carers 
 

Location 
Number of interviewees/ 
focus group participants 

Selected by 

Bishkek city 9 Olga Voloskova and Jannartu Parents’ Group 
Naryn 18  

(Naryn city 7) Bayastan Centre 
(At-Bashi 3) At-Bashi Rehabilitation Centre 
(Chaek 3) Chaek Rehabilitation Centre, Local Authorities 
(Kochkor 5) Local Authorities 

Issyk-Kul 4 Local Partners 
Osh 2 Local Partners 
Batken 5 Local Partners 
Talas 9 Local Partners 
Chui 10 Local Partners 

total 57  

In At-Bashi and Chaek there were not facilities available for conducting a focus group, so parents were 
interviewed individually.  One family that could not attend the focus group in Naryn City was also interviewed 
individually.  In general, interviewees and focus group participants were located through local rehabilitation 
centres, but in Kochkor and Chaek the local authorities also identified several families from their lists of 
persons with a registered disability living in outlying areas. 
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Annex 6. Number of people with intellectual disabilities (by location and age) 

 
 
Data from: 

Republican Centre of Psychiatric Health 
Department of Statistics 
Ms. Gulnara Jamshitbekovna 
1 Sovetskiy St., Bishkek 

August 2010 
 

 

Age Group 
# Location Status 

0-17 >18 Total 
Registered* 3312 19015 22327 1 Kyrgyz 

Republic  On consultations** 118 816 934 

Registered 396 1360 1756 2 Bishkek City 

On consultations 11 111 122 

Registered 251 1612 1863 3 Osh City 

On consultations 0 0 0 

Registered 895 5550 6445 4 Chui oblast 

On consultations 57 494 551 

Registered 611 3093 3704 5 Jalal-Abad 
oblast On consultations 32 117 149 

Registered 134 1263 1397 6 Batken oblast 

On consultations 1 4 5 

Registered 296 3271 3567 7 Osh oblast 

On consultations 0 0 0 

Registered 259 682 941 8 Naryn oblast 

On consultations 0 0 0 

Registered 328 1442 1770 9 Issyk-Kul 
oblast On consultations 17 53 70 

Registered 142 742 884 10 Talas oblast 

On consultations 0 37 37 

  
Registered: individual is officially registered; special support is being provided – medicines etc. 

On consultations: individual is registered temporarily (data can be kept up to one year), receiving only 
consultations 
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Annex 7. State residential institutions for people with intellectual disabilities 
 

 
Data from: 

State Agency on Social Provision 
Department on Social Services 
Ms. Aizada Asanova 
Position: Chief specialist 
Tel: +996 (312) 62-03-22 

August 2010 
 

 

# Name Oblast 
Number of 

people 
Contact person Tel: 

1 Belovodsk 
Psychoneurological 
Internats (PI) for Children 

Chui 252 Ms. Svetlana 
Takyrbasheva 

+996 (3131) 5-83-09 

2 Jalal-Abad PI for Children Jalal-Abad 94 Ms. Mukash 
Uturova 

+996 (3722) 2-05-19 

3 Pokrovka PI for Children Talas 52 Mr. Sagynbek 
Ozubekov 

+996 (770) 00-19-94 

4 Jaiyl PI for Women Kara-Balta 227 Mr. Meron Pak +996 (312) 69-90-86 

5 Aksuu PI for Women Issyk-Kul 250 Ms. Narynkul 
Usenbaeva 

+996 (3948) 9-13-59 

6 Tokmok PI for Men Chui 250 Mr. Kurmanbek 
Sheraliev 

+996 (3138) 3-52-25 

7 Tokmok PI for Men & 
Women 

Chui 180 Mr. Duishonkul 
Altymyshev 

+996 (3138) 6-13-31 

8 Kadamjai PI for Men & 
Women 

Batken 181 Mr. Talas Kalmatov +996 (3655) 6-00-44 

 
 
*There are a total of15 internats under the supervision of State Agency on Social Provision, 8 of them for 
persons with intellectual disabilities. 
 
 


