
Day 55 was adopted by Paradigm and friends 
 

Connecting Our Voices  
(a passion for action) 
 
Today a community workshop was facilitated by Paradigm and Nan 
Carle to connect the voices of people from around the country to 
highlight injustices, share thoughts and agree action to stop the crazy, 
ill thought out decisions that prevent people living valued, ordinary 
lives.   Lives with their family and in their community. 
 
In a community space, passionate people (family members, self 
advocates, researchers, support workers and community members) 
met for a series of conversations, which lead to a commitment to 
personal action and to new alliances to ensure collective action. 
 
A family who are also fighting for their son/brother, currently in an 
institution and his voice lost, were part of the workshop.  The whole 
family are in danger of being alienated from the life of their son.  They 
shared their personal story giving a real understanding, credence, 
strength and power to the need to resolve the abuse and neglect 
experienced by LB, his family and others.    
 
Conversation One:  How did Connor’s story touch me personally at 
work and at home? 
 
One of the overriding feelings shared in the group was one of shock 
and dismay that people are so de-humanised and invisible.   The family 
present explained how they themselves feel like the ‘invisible family, like 
ghosts’. 
 
People’s feeling are reflected in the images (see above) created in the 
montage and included feeling of: 

• Fear and rage 
• Disconnection.  ‘I, we, feel invisible as family’ 
• Determination to ensure equality, dignity and respect for 

everyone.     
• Confusion.  How have we lost sight of the fact we are all human, 

we are all people.  HOW can people think separation from your 
family and to offer support that loses sight of you as a human is 
OK? 

• Anger that over 2,500 people that we know of are still locked 
away in ‘units’ 

• Sadness and frustration.  For years we have been working for truly 
personal support – how can we be where we are now? 



• Love and an increased determination to see everyone for who 
they are…to ensure people’s voices are heard.   

 
 

‘Argue against injustice and tap into hope for the future.’ 
 
 
Conversation Two: What concerns does this bring forward for me at 
home and at work? 
 
As you can imagine participants shared a lots of concerns.   We have 
highlighted a few concerns here but all will recorded on a the detailed 
write up of the day to be shared at www.paradigm-uk.org 
 
The key concerns were: 

• Safeguarding systems that isolate people.  Where members of 
the public, families and staff are raising concerns but not being 
heard.   ‘We have a system in place to check people are safe 
and well, we have followed it so…all must be OK’ – dangerous! 

• Complacency – what is it that makes it seem OK to offer a low 
standard of care?  The idea of ‘acceptable rather than best’ is 
live and kicking…how can this be?! 

• A limited understanding by many of what good support is about 
and the need to go beyond minimum standard and compliance 

• About language.  For people who are not labelled we would use 
the language of violence, abuse and neglect.   Why do we use 
‘cuddly language’ when it comes to people who are labelled?   
A Mum in the group was forbidden from using the word abuse.! 

 
 
Conversation three:  What resources are present which would help us 
find real solutions to ensure ordinary, meaningful lives for all. 
 
 
“It’s time dudes like LB had a proper crack at life. With a good dose of 

imagination, aspiration, thought and collective care chucked in.” 
(LB’s Mum) 

 
 
Creativity, connection and the knowledge of AND belief in what is 
possible are the resources we all bring.   We must get ‘smarter’ at 
recognising and sharing the range of resources around us all.  People, 
community, families, social groups, skills exchanges, agencies and 
more. 
 
This conversation stimulated more and more resources and ideas.  
Ideas that people hadn’t all considered.  Resources people didn’t 



know existed.  Together we can harness the possibilities in people and 
places around us all! 
 

! Connect with others with shared experiences – mutual support is 
invaluable.  As agencies/professionals we must seek ways of 
connecting people – know when we need to get out of the way! 

! Housing IS available for people to live in the community with 
support.  Link with agencies that are committed to bespoke 
housing.  We often here ‘there is no housing’ but there is!   

! Find ways of connecting with people who have a passion to 
explore possibilities 

! Maximise finances with range of people and community 
resources around you - It’s not always about more money  

! Share positive stories, detailing what helped make the good stuff 
happen to ensure people are inspired.  An invaluable resource! 

! Make the most of Personal and Personal Health Budgets.  Your 
life, your money, your support! 

! Use the Law! 
! Make the most of community groups and people.  Connect with 

and believe in people around you.  Loneliness and isolation, 
invisibility are some of the biggest risk to us all 

! Ensure you inspire new support workers during interview and 
induction.  Connect the heart, mind and hands 

! Maximise the use of personalised/assistive technology 
! Learn together to ensure good support e.g. positive behaviour 

support 
! Engage your Politicians.  Sometimes is good to say what you 

want, give ideas rather that just what you don’t want 
! Use social media so spread the word about injustice and what 

should be 
 
Conversation four:  Personal commitments to action 
Connecting Our Voices directly links to connecting our action – or as 
we said our ‘passion for action’. 
 
Each and everyone of us as a part to play in ensuring the LB’s life and 
death is not forgotten, that the days of action keep driving action 
where we all stand up and say enough is enough.   
 
Some of the conversation throughout the day highlighted the lack of 
awareness in many communities about the horrific experiences and 
injustices faced by many people with learning disabilities and their 
families.  The articles in the Guardian about the #107days and LB are 
making some people aware, as did the article in the Mirror yesterday 
about Josh and his family.  Such experiences are a community issue 
NOT a service land issue AND must be part of mainstream media. 
 



We believe that as more and more people know….the more people 
will stand up in horror and say with us…enough is enough. 
 
People’s commitments to action were varied with people feeling able 
to contributes in different way BUT the message was……whatever you 
can do is important. 
 
Commitments to action included: 

! Spread the word about LB and other people and families to 
ensure more people stand up, ask questions and demand 
change 

! Ensure the voices of the people we support are truly heard with 
open hearts and minds 

! Great great housing for people with learning disabilities across 
the UK…it is there! 

! Gain more knowledge about Personal Health Budgets and 
people’s rights to have control 

! So many emotions BUT my commitment is to stay positive and 
creative at work with each person I support 

! Use social media, work and home, to highlight injustices and 
action for change  

! Find ways of letting people and families know what IS possible.  
That you don’t have to settle for what you have 

! Spend time with my young children them explain LBs story.  I 
want them growing up knowing, caring and not accepting such 
treatment of anyone 

 
Conversation Five:  Shared action 
As is typical at the end of a day in a room filled of passionate people 
determined to be part of a better future, time started running out!  We 
have created a network to stay connected to ensure mutual support 
and action. 
 
The three areas of collective action identified with initial connections 
and ideas in place were in relation to: 
 
1. Collective action to make people aware of what is possible. 

We will connect and share stories to inspire.  Maximising the use of 
websites, blogs and other social media will be part of the action.  
We are also committed to finding other ways of connecting with 
people with learning disabilities and their families: community 
workshops, linking with Family Leaders around the country, creating 
films to share and more.  Finally we have committed to finding ways 
of linking with commissioners to show what is possible! 
 
 
 



2. Family support 
The commitment to action here was to find ways of offering real 
time family support to families who may feel they are ‘fighting the 
system alone.   Group members have already committed to 
attending a meeting with one family are facing with a large number 
of professionals deciding on the life of their son in the next month.  It 
is not about having people ‘speak for the families’ but people being 
present in the right way at the right time.  Support that shows 
genuine concerns, belief that all people, with the right support can 
live in the community.   Support to ensure people with learning 
disabilities and families do not become invisible. 
 
‘We are not a ghost family.  Let people know there is support for us’ 
(Family member) 
 

3. Housing for all 
A group committed to sharing information about agencies WHO 
CAN secure the right housing for each person.   It is possible.  
Housing not being available in a myth AND we will work to ensure it 
is not used to separate people from their families and community.  
Ordinary houses, in ordinary streets for ordinary lives for all! 
 

 
So….at the end of the day we are puzzled, concerned and angry BUT 
the fire in our belly against injustice has been stoked.  We’ve made 
new connections and restored our passion for action and our hearts 
and minds are connected!  
 

(Sally Warren, Jayne Knight and Nan Carle) 
 


