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2012 was a landmark year for Lumos. Our international team of dedicated professionals 
signi!cantly scaled up its delivery of programmes that change the lives of Europe’s most 
vulnerable children. This Review provides a snapshot of some of Lumos' extraordinary 
achievements.

I was profoundly moved by the individual stories of children reunited with their families; 
of parents who felt they had no option but to place their children in institutions, but were 
provided with the support they needed so their children could come home.

And this year too, Lumos saved the lives of many more children in institutions who were 
dying as a result of neglect or a lack of access to proper medical care.

During 2012, Lumos’ work to demonstrate best practices in changing systems of health, 
education and social services has become a model for others. Governments and 
organisations from many countries have asked Lumos to assist them in closing their 
institutions and setting up community services. Impressed by our success in Moldova, the 
Ukrainian national and regional level government, as well as NGOs, have begun to use 
Lumos' approach to develop national and regional action plans for change.

But the work of one NGO can never be enough to help all children in institutions. This is why 
we work to in"uence decision makers at the highest level. This year we have been successful 
in assisting the European Commission and European Parliament to make major changes 
in the way EU funding can be spent. Over the next few years, this will shift resources from 
institutions to the development of community-based services, marking the beginning of the 
end of institutions for children in Europe.

None of this could be achieved without the generous support of partners and donors. 
For this I thank you and I hope you will continue to work with us to bring an end to the 
institutionalisation of children.  
 

��
 

J. K. Rowling
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This Review outlines how, at every level of engagement, Lumos' programmes are coming to 
fruition and beginning to achieve real, lasting change.

Sixty years of research demonstrates the harm caused to children by separating them from 
their families and raising them in large institutions. The negative e#ects of institutionalisation 
include developmental delays, chronic health problems, challenging behaviours and 
di$culties in forming relationships and integrating into the wider community.

Yet deinstitutionalisation is about so much more than just closing institutions.

It is about a single child discovering, for the !rst time, the joy of being part of a loving family; 
it's about hundreds of children with disabilities participating in mainstream education 
in Moldova; about our intensive feeding programme in Bulgaria, saving lives that would 
otherwise have been lost; it’s about  the vital amendment to child protection laws in the 
Czech Republic; and it’s about training practitioners and delivering expert support, which 
helps to ensure sustainable reform as well as improved outcomes for individual children. 
These signi!cant developments in 2012 are among those outlined in this Annual Review.  

Change on this scale requires advocacy across political and economic structures, 
collaboration with local and national government, partnerships with NGOs, the delivery of 
specialist advice, emergency intervention where necessary, the involvement of children and 
families in making decisions about the changes that a#ect them – and so much more. 

The progress and the achievements outlined in this report bring with them increased 
challenges and risks. As our work expands into more countries and involves more 
institutions, it is likely that new child protection cases will emerge and need to be addressed 
but what remains key is that we are able to help more children as we move forward. Indeed, 
to achieve this, !nancially, we need to continue to secure the long-term future of our 
organisation; and we need to ensure the health and safety of our personnel, who make such 
a valued and valuable contribution every single day. 

We also need to build on the support of those people that share our achievable vision of a 
world. One in which all children have the opportunity to grow up in a safe and caring family 
setting or, where there is no alternative, in specialist placements that meet all their needs, 
respect their rights and ensure they can ful!ll their potential. In 2012, more people than ever 
learnt about Lumos' work. Our YouTube !lms and TED talk have received over 300,000 views 
and we have stepped up our social media activity, reaching over 16,000 followers on Twitter. 
We hope that our new website o#ers a persuasive insight into what we do and into the lives 
of those children and families with whom we are privileged to work.

Thank you for your interest and support.  
 

�
 
Georgette Mulheir
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Making vulnerable children safer and happier, and increasing their life 
chances, is at the heart of everything we do from lobbying international 
decision-makers to reuniting individual children with their families. 

Our aim is that no child in Europe should be living in an institution by 2030. 
We believe that this goal is achievable but it requires fundamental changes 
in attitudes and a radical overhaul of how services for children and families 
are funded and delivered. 

INTERNATIONAL

Decision Makers and Funders

Governments and Statutory Services

Communities and Civil S
ociety

NATIONAL

LOCAL

CHILDREN InstitutionsFamilies

That is why we work 
systematically at seven levels 
to secure lasting change.
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International decision makers and funders
We lobby and in"uence the European Commission and others to divert funding from large-
scale, harmful institutions to more inclusive family and community-based services.

National governments and civil society
We help governments devise national action plans to replace all children’s residential 
institutions with community based services.  We work with UN agencies and other NGOs 
to avoid duplication of e#orts, and support governments and communities to implement 
these plans. We have developed a model approach to moving children from institutions to 
community-based care that ensures the best of interests of each individual child is at the 
heart of all decision making.  The model has been applied in many di#erent countries.

Local government and statutory services
In the past it was often a shortage of easily accessible health, education and social services 
that led to children being institutionalised far from their family home. We work with local 
authorities to transfer resources from large institutions to strengthened local, community-
based services.

Local communities and civil society
We provide on-the-ground support to community care-workers to bolster their services to 
children and families. We also work with the wider community to raise their awareness of 
children returning from institutions and to encourage them to help vulnerable families.

Institutions
We aim to improve the health, development and protection of children in institutions from 
the moment we start working with them.

Families
Many families felt compelled by circumstances beyond their control to institutionalise their 
child. We help individual parents !nd employment, better housing, develop parenting skills 
and establish local family support services for children with disabilities, all with the aim of 
making it easier for families to keep their children at home.

Children
We assess each child’s individual needs before deciding whether their best future option 
is to be placed with their family, in foster care, local adoption or in a small group home. We 
prepare them for their move from the institution and continue to support them in their  
new setting.

Through training and support we empower children, parents and people with disabilities to 
act as self advocates. 

Protecting Children. Providing Solutions.
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Lumos’ work in advising, guiding and supporting governments on all aspects 
of deinstitutionalisation led to landmark progress in 2012 – including the 
delivery of lifesaving intervention for many children.

Deinstitutionalisation
In Moldova, in Lumos’ demonstration regions, there has been a 90% reduction of children 
in institutions following the closure of two establishments which were replaced with 
new services. The provision of foster care and family welfare facilities were enhanced and 
regulatory frameworks developed accordingly. As a result of Lumos' close cooperation 
with the Moldovan government, a law on the accreditation of service providers was also 
approved and published in 2012. This law is fundamental to an e#ective inspection system 
for social services, in order to ensure quality of services for children.

As part of the Bulgarian deinstitutionalisation programme, strategic reviews took place in 
Varna and Dobrich. Lumos provided the tools and training needed by hundreds of local 
social workers to assess children and families as part of these reviews, helping to ensure an 
evidence-based approach involving all relevant stakeholders. The programme has become 
more sustainable, with Lumos supporting the development of new services such as small 
group homes to ensure that they meet the children’s needs.

Child protection laws have been amended in the Czech Republic, marking a signi!cant step 
towards the transformation of care for disadvantaged children in that country.
Lumos was among the key stakeholders who 
advocated for this change. The 
programme team continues 
to work closely with the 
Ministry of Labour and 
Social A#airs (MOLSA), 
the Ministry of Education 
and others, providing advice 
and support on all aspects 
of deinstitutionalisation; for 
example, a family assessment 
framework developed by Lumos was 
adopted by the government. Lumos also 
undertook an emergency assessment of 42 
children with foreign citizenship. The children had 
been placed in a home for foreign nationals, which had 
been fast-tracked for closure due to poor conditions.



The Ukrainian government asked 
Lumos to assist in drafting a national 
action plan for deinstitutionalisation. 
Relationships were established with 
key NGOs and state partners in three 
regions of Eastern Ukraine and two 
study visits took place: one focused 
on babies and children with HIV and 
the other on social care services for 
children and families. These visits 

led to the implementation of two strategic reviews which will form the basis for planning 
complete deinstitutionalisation. Training programmes for social workers, local decision 
makers and practitioners are also underway.

Moldova’s Infant Mortality Reduction Programme

Specialists were provided in pilot regions to work closely with social workers and medical 
personnel in the community. The programme’s cross-sector working model was acclaimed 
as ‘best practice’ at a workshop organised by the Ministry of Health and the World Health 
Organisation (WHO) o$ce in Moldova. There has been a 4% reduction in infant mortality 
since Lumos started the project and further data will be compiled to determine its long-
term impact.

Intensive Interaction and Feeding (IIF) in Bulgaria
Life-saving work has also taken place in Bulgaria where, through a programme of IIF, the 
mortality rate in two institutions fell by more than 90%. The Bulgarian State Agency for 
Child Protection approached Lumos for support after an initial assessment of 1,800 children 
with disabilities. This process identi!ed a particularly vulnerable group of children and 
young people in institutions at risk of serious harm or death as a result of malnutrition. 
Lumos specialists worked closely with practitioners to develop and implement feeding 
recommendations through applying Intensive Interaction. Intensive Interaction is an 
approach to teaching the pre-speech fundamentals of communication to children and 
adults who have severe learning di$culties and/or autism and who are still at an early stage 
of communication development. The work has led to signi!cant improvements in health 
and development.

Treatment for Children with Hydrocephalus
In 2011, Lumos raised awareness of Bulgarian children with untreated hydrocephalus 
and the government committed to meet the medical costs of treating this condition. 
Throughout 2012, Lumos continued to work on this issue to ensure that this commitment 
was ful!lled. The government’s Children’s Treatment Fund has been used to provide medical 
shunts for life saving treatment for more than 80 children.

Protecting Children. Providing Solutions.
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Inclusive education in Moldova
Inclusive education is an essential component of community-based care. However, no 
government funding had previously been made available in Moldova to enable children 
with Special Educational Needs (SEN) to access meaningful education. In 2012, Lumos 
worked with the Ministry of Education to redirect money from institutions towards funding 
inclusive education services. As a result, 449 children with SEN are now being educated 
alongside their peers in mainstream schools. In addition, 40% of schools in the country 
have received funding for support teachers and for the development of inclusive education 
resource centres. Six such centres have already been opened in partnership with Lumos.

Inclusive education has also become a mandatory module for teacher training after Lumos 
proposed and developed the content. From now on, teachers from all disciplines will 
undertake a module of SEN as part of becoming a quali!ed teacher.

Preparing children for change in the Czech Republic and Moldova
Even when children are removed from institutions to a more loving, child-centred 
environment, failure to prepare them e#ectively for change can cause the new arrangement 
to break down. In 2012, Lumos ran two training programmes for institution directors and 
other key stakeholders who were planning to move children out of institutions in the Czech 
Republic. One programme focused on the transition to small group homes and included 
information about preparing children with severe communication di$culties. 
The second programme looked at supporting children of all ages to 
enter foster care or to return to their birth families, including managing 
challenging behaviour.

In Moldova, twenty-nine children were integrated into their birth families 
during 2012, totalling 191 since the start of the deinstitutionalisation 
project. Twenty-one children went into foster care, totalling 32 since the 
start of the project. Signi!cantly, 114 children were prevented from entering 
institutions. Careful preparation and follow-up has ensured that, despite the 
precarious economic situation in Moldova, fewer than 1% of placements have 
broken down.

Work continued on two deinstitutionalisation books for children, one for younger 
children and one for older children. Content has been developed in consultation with 
children’s focus groups to ensure that the books respond to real concerns and worries about 
changes to their care. The books address the institution closure process and how it might 
a#ect them, together with the roles of the people involved. They are being developed into 
Easy Read by CHANGE (see next page) to ensure that they are accessible for children with 
learning disabilities.
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Working with children with 
challenging behaviour in Bulgaria
A Lumos training programme for professionals 
about how to manage challenging behaviour 
has had a direct impact on children’s outcomes: 
experts are now supervising and advising 
practitioners in Bulgaria on nine speci!c cases 
and report positive changes in the condition 
and behaviour of the children and young 
people involved.

Protecting Children. Providing Solutions.
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Remote Expert Support Service
Improving children’s lives through deinstitutionalisation requires experience and specialist 
knowledge. Underpinning all of Lumos' activity is its Remote Expert Support Service (RESS) 
team: a group of professionals who ensure quality and safety across all operations. From 
supporting personnel on the ground to helping children adapt to a new care system, RESS 
provides assessment tools, advice, placement planning and service development.

Training to achieve sustainable change
Training professionals in programme countries is an essential component of long-term, 
sustainable change. In the short term, e#ective training can also mean the di#erence 
between life and death. Feeding severely disabled children can be di$cult: consequently, 
they are frequently undernourished and at risk of malnutrition. At one institution in Bulgaria, 
seven children were severely malnourished and on the brink of death. Lumos delivered 
emergency Intensive Interaction training, as a result of which the health and physical 
condition of the children improved noticeably.

The projects in Moldova also have a strong focus on strengthening human resources 
capacity. During 2012, Lumos organised 262 training programmes, seminars, workshops and 
conferences in Moldova. A total of 6,078 participants attended, ranging from o$cers and 
employees of government departments, NGOs, teachers, mayors, health and social service 
professionals and parents.

Other training delivered by Lumos in 2012 included the training of judges in the 
Czech Republic to help facilitate new child protection legislation and training for 
deinstitutionalisation managers in Hungary, the Czech Republic and Moldova.
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Common European Guidelines on Deinstitutionalisation
In 2011, European Commission (EC) o$cials asked the European Expert Group on 
Deinstitutionalisation, for which Lumos provides the Secretariat, to produce guidelines for 
deinstitutionalisation which could be used by European Commission o$cials, member state 
Governments and local civil society.

In 2012, the Common European Guidelines on Deinstitutionalisation and the Toolkit on 
the Use of European Union Funds for the Transition from Institutional to Community Based 
Care were launched in Brussels, with high-level engagement from the EC. The year-long 
drafting consultation process was managed and funded by Lumos, which has also set up a 
website to host the publications in eleven languages. The Guidelines provide detailed advice 
on developing deinstitutionalisation programmes for children, people with disabilities, 
people with mental health problems and elderly people in Europe. The Toolkit explains how 
deinstitutionalisation programmes can best be developed within EC regulations.

In!uencing EC funding
It is vital that EC funding supports reform programmes, rather than being used to 
renovate or build new institutions. This means that Lumos must make the case for 
deinstitutionalisation to managers across the European Union (EU). In 2012, more than 
4,000 people signed a Lumos petition to in"uence EC funding and to ensure the long-
term sustainability of reform programmes in countries where Lumos operates. When the 
EC published its draft Regulations for the next EU funding period (2014 – 2020), Lumos' 
advocacy work focused on ensuring that speci!c articles relevant to deinstitutionalisation 
were included. Deinstitutionalisation also formed part of the European Union’s Disability 
Strategy and Anti-Poverty strategy.

Protecting Children. Providing Solutions.
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Many children in institutions have never been asked to share their views or to make 
their own choices. Enabling them to become active participants in changes to their 
circumstances is the !rst level of child participation. At the second level, children act as 
advocates for themselves and others, directly in"uencing policy-making over relevant issues.

In many cases, Lumos' work in preparing children e#ectively for major changes in their 
lives has had a direct impact on their health and development. Anxieties and subsequent 
behavioural di$culties are reduced, improving the life chances of all children involved.
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Turning Words Into Action project
2012 saw the launch of an innovative and empowering child participation project. Turning 
Words Into Action (TWIA) is a Lumos-led, EC-funded project implemented in Bulgaria, the 
Czech Republic and Serbia. It brings together children and young people with intellectual 
disabilities, policy makers and experts to develop ways of making society more inclusive.

6WTPKPI�9QTFU�+PVQ�#EVKQP�

6JKU�RTQLGEV�ECOG�CDQWV�CU�C�TGUWNV�QH�VJG�n$GVVGT�*GCNVJ��$GVVGT�.KXGUo�
TGUQNWVKQP�QH�VJG�9*1��5KIPGF�D[����'WTQRGCP�%QWPVTKGU�KP�������VJKU�
TGUQNWVKQP�UGVU�QWV�VGP�RTKQTKVKGU�YJKEJ��KH�RWV�KPVQ�RTCEVKEG��YQWNF�TGUWNV�KP�
VJG�HWNN�KPENWUKQP�KP�UQEKGV[�QH�CNN�EJKNFTGP�YKVJ�KPVGNNGEVWCN�FKUCDKNKVKGU��69+#�
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Around 50 children and young people with learning disabilities were regularly involved in 
the TWIA discussion groups. Activities in each country varied according to the wishes of the 
young people, but all aimed to change the attitudes of politicians, parents, professionals and 
the public to children with learning disabilities and to in"uence policy decisions.



The work received positive feedback from families and parents of the children. One of the 
parents of a child involved in the child participation activities noted:

p6JGUG�EJKNF�RCTVKEKRCVKQP�CEVKXKVKGU�CTG�EJCPIKPI�QWT�OKPFUGV��VQQ��#V�ƜTUV�+�YCU�
UJQEMGF�YJGP�+�YCU�CUMGF�YJCV�O[�EJKNF�ECP�FQ��+V�JCF�PGXGT�QEEWTTGF�VQ�OG�VJCV�+�
FKF�PQV�EQPUKFGT�YJCV�JG�EQWNF�FQ��+�QPN[�VJQWIJV�CDQWV�VJG�VJKPIU�JG�EQWNFPoV�FQ�oo

Family assessments in Bulgaria
There are many reasons why children end up being separated from their parents; some 
families were forced to give up their children due to di$cult circumstances. Many may be 
able to look after their children again with appropriate support, others may not. Whatever 
the background, involving families is an essential part in reforming the system of care for 
vulnerable children - and Lumos' holistic approach to deinstitutionalisation empowers 
families to play a bigger role in the process.

In 2012, Lumos organised the assessment of 1,386 families of children with disabilities in 
institutions. This assessment ensures that the needs of families will be fully met once the 
institutions have closed.  The results clearly demonstrated the importance of including 
the families in the deinstitutionalisation process: 53% of families wanted to rebuild their 
relationship with the children - only 33% did not wish to maintain contact. This came as a 
surprise to the authorities, as prior to the assessment they had believed that most families 
would not be found or would not be interested in their children’s situation.

Protecting Children. Providing Solutions.
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