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This report is for the young people I met during this project, who were hugely impressive in their honesty, 
intelligence, friendliness and ability. Also their families, who are passionate,  

determined, and committed in supporting these young adults to find their place in the world.  
Together they are an amazing resource. We are lucky to have them. 

Life on the Edge of the Cliff was undertaken with a Travelling Fellowship from the Winston Churchill Memorial Trust. For more 
information on the Trust and its activities, visit www.wmct.org.uk  
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Introduction 
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Effective support before and during transition has to equip all 
young people to answer three fundamental questions: 

· Where am I going? 
· How do I get there? 
· Who/what do I need to help me and how do I access this? 

Quotations throughout are from interviews undertaken during the study visits. 

The transition process 

University inclusion officer 

“If a leg doesn’t 
work, it’s obvious, 
and many of the 
things you can do 
about it are also  
obvious. But if the  
brain doesn’t work,  
the effects can be 
very widespread and 
difficult to  
understand.” 
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“In primary they have 
assistance all the 
time. In secondary it 
gets less and less, and 
disappears. And when 
you should manage 
by yourself you have 
no one to lean on. 
Maybe they don’t 
need all those  
assistants when they 
are seven. Maybe 
they should put them 
in at the end of the 
education system  
instead.” 

 

 
 

 
 

 
 

 

-  
 

–
–  

–

 

Statped is the Norwegian national agency providing special education services to  
municipalities and counties. Its mandate is to help children, adolescents and adults 
with special educational needs to be active participants in education, employment 
and society on an equal basis with others Assistive technology advisor 
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Professionals and practitioners, as well as young people and 
their families, largely identified very similar challenges within 
their own systems despite the very different social, cultural and 
particularly economic backgrounds of the three countries.  
 

 

Summary and key points 
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Parents with their 20-year-old son at Godega di 
Sant’Urbano, Italy, where Oltre il Labirinto is 
developing a model for lifelong support  
(see pp. 15 and 23) 

Psychologist 

“It’s not the 
 individual with a 
learning difficulty 
that’s the problem, or 
even the learning 
difficulty itself.  
WE are the problem,  
unless we can find a 
way to break down 
the social barriers.” 
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· This is a pivotal time in the lives of young people.

 
 

· Structured activities, therapeutic intervention and a 
clearly defined pathway are key

 
 

· There is an urgent need for more post school options
 

 

· Post school pathways need to be clearer

 
 

· Planning should be based on a holistic assessment 

 
 

· A culture of aspiration and achievement is essential
 

 

· Diagnosis is only a partial indicator of what support 
may be necessary

 
 

· Developing the ability to live independently, or with 
greatly reduced support, should be an explicit aim

 
 

· Key skills

 
 

· Therapeutic input is hugely important

 
 

· Services and support have to be accessible, not just 
available.

 
 

· An “early intervention” approach to addressing 
problems and difficulties

 
 

· It is important to be realistic

 
 
· There is a need to work closely with families

 
 

· The right to complete educational entitlement at a 
later date

 
 

· Clear pathways back into services (including           
education and healthcare) and support systems are 
important

 
 

· Develop strategies that promote integration

 
 

· Skills development among professionals and       
practitioners is urgently needed.

 
 

· Investment in communication is essential

 

 

Key points 

 

 

 
 

 
 

 

 
 

 
 

Countries visited  
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Hidden difficulties 
 

 
 

 
 

 

 

Life on the Edge of the Cliff—the project  

“Dykkaren” (“the Diver”) 
by Ola Enstad at Aker 
Brygge, Oslo harbour  

What we can share, what we can learn 
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Next steps 
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Managing the project 
 

 
 

 

 

 
 

 

 
 
About the researcher 
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“Society has  
become more difficult 
to live in for people 
who are a little  
different.” 
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“If we can support 
young people enough 
in the transitional 
years the outcome 
can be quite good. 
But it can be bad as 
well, if we don’t.” 

Psychiatrist 

Psychiatrist 

NevSom, Norway’s new national  
competence centre for  
neurodevelopmental disorders and 
hypersomnias, opened in 2015 and is 
a merger of two former national 
units: for autism, and for ADHD,  
Tourette’s Syndrome and narcolepsy.  
 

 
 

 
 

 

 
 

 
 

 

 

 

 
 

 

 

Themes and learning points 

NevSom: thinking as one 

Norway  
 

 
 

 

 
 

Italy

 

 

 
 

Czech Republic 
 

-  
 

1. Cultural approach “Everyone has a role 
but they all need to 
be involved to make 
the person successful. 
If there is no effective 
communication, it’s 
really pointless.” 

Research and resources into autism, ADHD, 
Tourette’s Syndrome and narcolepsy at 
Norway’s new national competence centre 
NevSom in Oslo 
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Neuropsychiatrist 
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In Norway an individual plan may be 
created at any age if multiple  
services need coordinating. 

Bedre Tverrfaglig Innsats

 
–

 
 

-  
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Making joined up working a reality 

Heidi Matre of the coordination office in 
Tromsø demonstrates Sampro, a web-based  
individual planning program introduced  
into the municipality in 2014 

Tuscany has a regional protocol for spectrum  
conditions accepted by education, health and social 
services, which has significantly improved cross  
sector collaboration: health and social services  
practitioners work within schools, and individual 
plans reflect aspirations for social integration as 
well as educational attainment.  
 

 

 

 
 

 

 
 

 

 
 

Putting the pieces together 

The ceramic industry is important locally and mosaics are in 
demand commercially: developing creative skills at Cerbaiola 

“I feel we really need 
some organisation or 
support that helps 
teenagers and adults 
to get into life. They 
have school then 
nothing. To start in 
independent life, it’s 
a problem.” 

 

2. Arriving at a positive outcome 
 

 
 

 

 

 
 

 
 

 

 
 

 

 

 

 
 

-  

 

Flexible schooling 

 

All the countries in this study have 
more flexibility in upper secondary 
education than is the norm in the  
UK.  

 

 

 
 

 
 

Borgund VGS (secondary) school in Ålesund, Norway. Pupils can extend their time in upper 
secondary to complete courses or gain extra qualifications. At Borgund pupils may have 
adapted learning programmes and extra support around transitions: the school also has a 
resident psychologist available to any pupil or staff member 
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Parent of three young adults with 
Tourette’s Syndrome and ADHD 
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The Teiresiás Centre at Masaryk 
University in Brno has pioneered 
inclusive practice in higher  
education in Europe since 2000. 

 
 

 

–
 

 
 

 

 
 

 

–
 

–  

 

 
 

 

 

 
 

–

 

Elinor Jeanette Olaussen (left) is based at the Norwegian University of Science and  
Technology (NTNU) in Trondheim with Universell, the national coordinator in higher 
education for universal design and inclusive learning environments. Universell provides  
information and hosts conferences and forums on everything from sensory  
considerations in the fabric of a building to teaching materials. It also represents  
inclusive learning on government committees. Its website has a wide range of  
information, including advice on designing buildings for students with social disabilities 
and how to make lectures fully inclusive.  
For more information, visit http://uukurs.universell.no. 

Building an environment to make learning accessible 

“The services in every 
university should be 
the same. Because 
the problems of these 
people are the 
same.” 

Student counsellor 

 

 

Staff and employees of Spesialistbedriften: clients include some of the foremost  
employers in the region, including satellite telecommunications company Inmarsat and 
industrial control systems developer ICD Software 

Supporting people into employment   

Building a business 

 
 

 
 

 

 

—

 

Success in finding sustainable employment means addressing the needs of 
the whole person, says Štěpán Hejzlar, head of social rehabilitation and 
supported employment for NAUTIS, the national institute of autism for the 
Czech Republic. 

—  
—

 
 

 
–

 
 

 
 

 

 

Spesialistbedriften is a technology consultancy established in 2014 in 
Ålesund, Norway: all its consultants have Asperger’s Syndrome. 
 

 
 

arbeidsavklaringspenger

 
 

 

 

 

 
 

 

 
 

 
 

 

“More assistance is 
needed when 
starting a job, to 
make it sustainable. 
For many, it’s too 
difficult to have an 
ordinary job.” 
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Leader of parents’  
association for ADHD 



 

 

 

A2G Kompetanse was founded 
more than 60 years ago in Bergen 
with the aim of ensuring that all 
those who want to work, get the 
chance. 

 
 

-
 

 
 

 
 

 
 

 
 

 
 

 

 
 

 

 
arbeidslivskompetanse  

 
 

-  

 

· Phase 1 
           Screening of individual  
        adaptation needs within eight  
        different areas important to  
        integrate, function and adjust 
        to working life.                                              
 
· Phase 2 
           One year split into professional  
        IT training (culminating in a  
        certification examination) and 
        work/life skills.                                        
 
· Phase 3  
           Work experience in a private  
        business with follow up support 
        for as long as required.  

The MOLAS programme 

Folkehøgskoler have been part of 
the Norwegian tradition for 150 
years. 

–  
 

–

 
 

 
 

 

 
 

 
 

 

 

 
 

Folkehøgskoler

 

 
 

–  

 
 

 

 

 

Expedition undertaken at a 
(folk high school) by a student with  
Asperger’s Syndrome 

Developing life skills for the workplace 

Learning skills, living life 

 

 

“Sometimes  
work 

like parents because 
someone doesn’t 
have parents, or 
doesn’t want  
mummy and daddy 
doing this when they 
are adults … parents 
have been parents 
for a long time and 
maybe they’ve tried 
and tried. They need  
other people to help 
them.” 

 

3. Getting the right support at the 
     right time 

 
 

 
 

 
 

 
 

 

 
 

 
·  
·  
· -  
·  
·  
·  
·  

There is a clear lack in the UK  
workforce of a professional role  
within adult services that is 
equipped to work holistically and 
across boundaries, to carry out the 
essential task of joining the dots  
between different services and 
agencies and coordinating a  
sustainable long term support plan. 

—
 

 

 

 
 

vernepleier

 

 

 
 

 

educatori

 

 
 

 

 
 

Creating the right professional skills 

Team leader, social services 



Choosing the support that works best 
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Creating leisure and free time  
opportunities is an essential part of 
the work undertaken by the social 
rehabilitation team at the Czech 
national institute of autism  
NAUTIS, with a reader’s club, yoga, 
music therapy, an art workshop, 
cooking classes and more available.  
 

 

 
 

 

 
 

–  

 
 

 

 

 

Play written and staged by NAUTIS clients for World Autism Awareness Day. Directed by 
Dominika Linhartová and Markéta Těmínová, with music by Zuzana Tökölyová  

Meeting the needs of the whole person 

Hanne Kvello (left) is one of four  
disability officers supporting the  
student community at the  
Norwegian University of Science and 
Technology (NTNU) in Trondheim. 
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Watches that show the passage of time by light displays; a headset with 
white sound to mask noise; smart door locks that switch off appliances 
as you leave the house.  
 

 
 

 

 
 

 

 
 

 
 

 

–
 

 

 

 
 

 

 
 

-
 

 

 
 

 

Supporting independence: how  
technology can help  
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“If someone needs an 
item they get it,  
because it’s a right,  
not a budget decision.  
Public opinion, it’s 
more ‘Why don’t they 
get that?’ than ‘Why 
do they get that?’. You 
very seldom hear 
that.” 

Assistive technology advisor 
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4. Therapeutic interventions 

 

—
 

 

 
 

 
 

 
 

 

 
 

 

 

“The brain is still  
developing—what 
you see at 18 won’t 
necessarily be what 
there will be at 25. 
Good support in this 
time is really  
important.” 

Better mental health, better outcomes  
Across the three countries, both  
professionals and parents  
commented on lack of consistency in 
mental health provision for this 
group of young people. 
 

 
—  

—  

 
 

 

 

 Psychiatrist 
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Individual integration and inclusion 

 
 

 

 

 

 

 
 

 
 

 
 

 
 

-

 

 
 

 

 

Casa di Ventignano isn’t quite like anywhere else. As a model of 
integrated, seamless support and therapeutic care, it’s a unique 
specialist centre for autism organised, structured, managed and 
funded by the national health system in Tuscany. 

Staff and centre users share a hot lunch, taking it in turns to serve and clear away 

Psychologist 

“Everyone has a right to 
their own personality. 
We don’t assume people 
who use the centre are 
all the same.”  
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Psychoeducation takes place in  
various forms but its purpose is  
always the same: to empower  
individuals and their families to 
deal with their condition positively.  
 

 
 

 
 

 

 
 

—

 

 

 
 

 

 
 

 

 
 

 
 

 
 

 

 

 

Psychoeducation in the ADHD school 

Historic waterfront warehouses in the centre of Trondheim 

“My daughter is  
ambitious, she  
completed two  
university studies 
with great results, 
she speaks foreign 
languages, she used 
to take part in  
dance competitions.  
I think what she 
needs most now is 
psychological  
support.” 
Parent of young adult with  
Tourette’s Syndrome 
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5. Changing role of parents, carers 
     and families 

-

 
 

 

 

— —
 

 

 
 

 
 

 

 
 

 

It is striking how many organisations that have gone on 
to become nationally significant support or research  
centres have been founded, or largely staffed, by  
parents with the desire to ensure others receive the 
help and support they themselves did not.  
 

 
 

 
 

 

 
 

 
 

 
 

 

 

Key to closing the specialist knowledge gap 

“I still have to focus 
on problems all the 
time and I hate it. 
This is just bringing 
us down.” 

Parent of young adult with  
Asperger’s Syndrome 
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Parents’ associations and peer support 

Some of the parents’ association  
members and peer support facilitators 
from the three countries  

Equipping families in Italy 

-  

 
 

 
 

 

 
 

Parents are given information by Anna Maria Cava 
and Renato Moglia, volunteers for AIFA Onlus in 
Emilia Romagna. Anna Maria is the parent of a 21-
year-old with ADHD and well aware of the level of 
support required into adulthood. Renato Moglia 
trained as an ADHD homework tutor: part of his 
role is to work with families to develop strategies 
that are right for them.  

Parents’ associations in Norway are 
pivotal in peer support, awareness 
raising and policy development  
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Karlín, central Prague, where the peer support group run 
by ATOS, the national organisation for people with  
Tourette’s Syndrome, meets twice a year. 
 

People come from all over the country, and beyond. Some 
make the 10-hour round trip from Slovakia, where there 
is currently no patient organisation. Many have arrived at 
ATOS by process of elimination following their own  
research and self diagnosis—much like the organisation’s 
founder, Ondrej Fiala. Now a neurologist, he and others 
from the ATOS board answer questions in an informal 
atmosphere of understanding, support and frequently, 
humour. Many are parents of children in their twenties. 
 

As well as meetings, ATOS overcomes difficulties of  
distance by offering a volunteer-run helpline and  
counselling – face to face, by phone, or Skype.  

Oltre il Labirinto – “Beyond the  
Labyrinth” – is a privately funded, 
not for profit social cooperative  
begun in Treviso, Italy in 2009 when 
parents came together to tackle a 
shared problem: the lack of support 
services to meet their children’s so-
cial and developmental needs  
 

 

 
 

 
 

 

 
 

 

 
 

 
 

 

- -  

 
 

 
 

 

–
 

 
 

 
 

-

 
 

 

 

 

Information about Tourette’s 

Supporting families—for life 

Mothers on a trip to Paris subsidised by 
Oltre il Labirinto as part of the “Mamme 
via” initiative 

“We are not normal 
families. We live in a 
different world.” 

Parent of young adult with  
Asperger’s Syndrome 



Recommendations 
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Each of these recommendations addresses a particular area of  
difficulty experienced by young people with these conditions in the 
years after leaving school, based on interviews and observations  
undertaken as part of this project. They represent four practical 
suggestions with the potential to improve transition experiences 
significantly for this group of young people, and to create a better, 
stronger platform for the next stage of their lives. 

Greater access to specialist life coaching and planning 
 

 

 
 

Actions: 

Preventing isolation needs to be an explicit aim for all 
services and support structures 
 

 

 
-

 
Actions: 

· 

 
· 

 

· 
 

· 
 

·  

“I think my life is 
worse than other  
people’s. My  
schoolmates, my 
classmates, they have 
family now and I am 
just with my mother 
and my sister and her 
family. And I am single 
right now, without a 
girlfriend.” 

“I speak for myself, 
but my biggest wish 
is to have a normal 
job and a function, 
you know?” 
Young adult with ADHD 

Young adult with Asperger’s  
Syndrome 
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More effective joint working with parents and families 
is essential 
 

 
 

 

 
 

 

 
 

 
Actions: 

Greater focus is needed on addressing the mental 
health care needs associated with this group 
 

 

 
–  

–

- -  
 

 
Actions: 
· 

 
· 

 

· 
 

· 

 
·  

“It’s very difficult to 
meet authorities and 
to be taken into  
account by authorities 
as a parent of an 
adult.” 

“He’s usually quite 
worried to start 
something new and 
to go to a new place 
so he prefers to be 
without a job. So this 
is a problem, with self 
confidence and  
motivation.” 

This study focused on three conditions that may coexist and can 
share similar challenges in understanding, acceptance, and barriers 
to social integration. It became clear awareness of the impact of 
ADHD in adults, and of Tourette’s Syndrome generally, is low and  
effective support limited. A national strategy that includes all the 
conditions jointly would be of benefit to help ensure every young 
adult’s support needs are properly understood and addressed. 

Parent of young adult with  
Asperger’s Syndrome 

GP and parent of young  
adult with autism 



It is clear many young people with Asperger’s Syndrome, ADHD 
and/or Tourette’s Syndrome face particular challenges in making 
the transition to adulthood. 
 

 
 

 
 

 
 

 

–

 
 

 

 
 

 
 

 

 
 

 

 
 

 
 

 

 
 

 

Conclusions 
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“I feel the only person 
who sees how  
vulnerable my son is 
now at this moment 
of transition is me … 
this is his life that is 
at stake. If this fails 
now his experiences 
will be connected to  
therapists, very  
dependent. So the 
doors are closing.” 
Parent of young adult with  
Asperger’s Syndrome 
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–
 

 

vernepleier educatore

-  
 

 
 
 

 
 

 

 
 

 

 
 

 

 
 

 

“The biggest thing is 
to have expectations 
of someone, for them 
to grow up with the 
feeling they have 
something to  
contribute.” 

Parent of young adult with  
Asperger’s Syndrome 
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ĚĞƉĞŶĚĞŶĐǇ�ƚŚĂƚ�ŝƐ�ƵŶĚĞƐŝƌĂďůĞ�ĂŶĚ�ƵŶĂīŽƌĚĂďůĞ—ĂŶĚ�ůĂƌŐĞůǇ�ĂǀŽŝĚĂďůĞ͘�/ƚ�ŝƐ�ƚƌƵůǇ͕�ƚŽ�ƵƐĞ�ƚŚĞ�ĐŽůůŽƋƵŝĂů�ƉŚƌĂƐĞ͕�Ă�ŶŽ�ďƌĂŝŶĞƌ͘� 
 
^Ž�ŵĂŶǇ�ƉĞŽƉůĞ�ŚĂǀĞ�ďĞĞŶ�ŝŶǀŽůǀĞĚ�ĂůŽŶŐ�ƚŚĞ�ǁĂǇ�ƚŚĂƚ�ŝƚ�ƐĞĞŵƐ�ƵŶĨĂŝƌ�ƚŽ�ƐŝŶŐůĞ�ĂŶǇŽŶĞ�ŽƵƚ͘��,ŽǁĞǀĞƌ�/�Ăŵ�ĞƐƉĞĐŝĂůůǇ� 
ŝŶĚĞďƚĞĚ�ƚŽ�ƚŚĞ�ĮƌƐƚ�ĐŽŶƚĂĐƚƐ�/�ŵĂĚĞ�ŝŶ�ĞĂĐŚ�ĐŽƵŶƚƌǇ�ǁŚŽ�ďĞĐĂŵĞ�ƚŚĞ�ŐĂƚĞǁĂǇ�ƚŽ�ĨƵƌƚŚĞƌ�ŶĞƚǁŽƌŬƐ͕�ĐŽŶƚĂĐƚƐ͕�ƉƌŽŐƌĂŵŵĞƐ�
ĂŶĚ�ƐĞƌǀŝĐĞƐ͘�tŝƚŚŽƵƚ�ƚŚĞŵ�ƚŚŝƐ�ƉƌŽũĞĐƚ�ŵŝŐŚƚ�ŚĂǀĞ�ƐƚƌƵŐŐůĞĚ�ƚŽ�ŐĞƚ�Žī�ƚŚĞ�ŐƌŽƵŶĚ͘��^ƉĞĐŝĂů�ƚŚĂŶŬƐ͕�ƚŚĞŶ͕�ƚŽ�&ƌĂŶĐŽ��ŽŶŝ͕� 
ĚŝƌĞĐƚŽƌ�ŽĨ�ƐŽĐŝĂů�ŚĞĂůƚŚ�ĨŽƌ�&ŝŽƌĞŶƟŶĂ�EŽƌĚ-KǀĞƐƚ͕��ƐƚƌŝĚ�'ƂůůŶĞƌ�ŽĨ��/&��KŶůƵƐ�ĂŶĚ��ĂƌůŽ�'ŝƵƐƟŶŝ�ŽĨ�KůƚƌĞ�ŝů�>ĂďŝƌŝŶƚŽ�ŝŶ�/ƚĂůǇ͖�
ƚŽ�DŝĐŚĂĞů�>ĞŶƐŝŶŐ�ŽĨ�EĞǀ^Žŵ�ŝŶ�EŽƌǁĂǇ͖�ĂŶĚ�ƚŽ�KŶĚƌĞũ�&ŝĂůĂ�ŽĨ��dK^͕�WĞƚƌ�WĞŸĄǌ�ŽĨ�ƚŚĞ�dĞŝƌĞƐŝĄƐ��ĞŶƚƌĞ͕�ĂŶĚ�Ăůů�Ăƚ�ƚŚĞ� 
ƚŚĞƌĂƉǇ�ĂŶĚ�ƐŽĐŝĂů�ƌĞŚĂďŝůŝƚĂƟŽŶ�ƵŶŝƚ�Ăƚ�E�hd/^�ŝŶ�ƚŚĞ��ǌĞĐŚ�ZĞƉƵďůŝĐ͘ 
 
&ŝŶĂůůǇ�/�ŽǁĞ�ĂŶ�ĞŶŽƌŵŽƵƐ�ĚĞďƚ�ŽĨ�ŐƌĂƟƚƵĚĞ�ƚŽ�ŵǇ�ŚƵƐďĂŶĚ͕�ǁŚŽ�ƐĂĐƌŝĮĐĞĚ�Ă�ǇĞĂƌ͛Ɛ�ĂŶŶƵĂů�ůĞĂǀĞ�ƚŽ�ĞŶĂďůĞ�ŵĞ�ƚŽ�ŵĂŬĞ�ƚŚĞ�
ƐƚƵĚǇ�ǀŝƐŝƚƐ�ĂŶĚ�ŚĂƐ�ƐƵƉƉŽƌƚĞĚ�ƚŚŝƐ�ƉƌŽũĞĐƚ�ĞǀĞƌǇ�ƐƚĞƉ�ŽĨ�ƚŚĞ�ǁĂǇ͘�tŝƚŚŽƵƚ�ŚŝƐ�ĐŽŵŵŝƚŵĞŶƚ�ŝƚ�ǁŽƵůĚ�ƋƵŝƚĞ�ƐŝŵƉůǇ�ŶĞǀĞƌ�ŚĂǀĞ�
ŚĂƉƉĞŶĞĚ͘ 
 
dŚĂŶŬ�ǇŽƵ͘ 


