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Wednesday 10th November 2021

UN CRDP Capacity-building and Consultation Workshop

1. Present                             [redacted]
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We welcomed our international guest Christopher Mitchel from the USA.	
		
Apologies: 		[redacted]
							
2. Introductions

Joanne and Jenny welcomed everyone to the meeting and asked everyone how they were feeling.

Andrew introduced the subject of the workshop.
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We went through the slides to explain what the UNCRPD Shadow Reporting Process was.
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We discussed all the issues and then will do follow up work to gather more information and evidence and examples to support our points.

Generally people felt things have stayed the same since 2017, with not much improvement. Then Covid-19 highlighted (all at once) just how little the Government and some sections of society regarded the needs and rights of disabled people. People with learning disabilities felt scared, isolated, cut off and forgotten about.

They also felt scared and not valued as we heard more and more cases of people being given Do Not Resuscitation Orders without knowing and based on them having a disability (this is not always a health issue)..

See the Covid-19 Support & Action Group Covid-19 Statement https://peoplefirstltd.com/wp-content/uploads/2020/04/Coronavirus-Statement-from-People-with-Learning-Disabilities-21.04.2020-1.pdf 

Here is a summary of the points made.

1. How do you think the government is doing on protecting our human rights?

· It’s worrying that there are plans to review/update the Human Rights Act and change parts of the Act and obligations that the UK ‘opts out’ of.

· The Government set up the Joint Committee on Human Rights (JCHR). 

· EU Charter of Fundamental Rights

· People generally talk about rights more and the UK has a better human rights record compared to some other countries.

· Staff in our public services need to be better trained and aware of their responsibilities in promoting and protecting people’s rights.

· Things like Hate Crime must be stopped, it shouldn’t be tolerated.

· The Government are not doing as much as they could – people who cannot talk are not treated well.

· Criteria for learning difficulties/disabilities is still based on intelligence and historical systems and hierarchies - but we can all face barriers.


2. What are they doing well?

· We now have Peer in the House of Lords who have disabilities and understand and promote the rights of disabled people and the social model of disability. E.g. Baroness Jane Campbell’s work on a bill for Independent Living. It gives us ambitions for positions like this.

· Our right to vote – local politicians and UK Parliament are working well to engage with and include disabled people in politics.

· Accessible public transport – new stations and vehicles are more accessible. Brought about by pressure from outside the central Government though.

· Not enough social care for people to live in the community independently.

· Emergency Covid-19 funds were made available and accessible quickly through a number of channels.


3. What are they not doing well?

· The Covid-19 pandemic showed us that the Government did not see disabled people as important at first. It felt like we were at the bottom of the list and had to fight for ‘our right to life’. We also had to campaign to be a priority for vaccinations.

· People with learning disabilities are still being locked away in institutions (Assessment and Treatment Units) and continuing to be treated badly and isolated from families (Winterbourne View and many others). The recommendations and targets in the Transforming care: A national response to Winterbourne View Hospital not being followed up.

See our Statement on Assessment & Treatment Units https://peoplefirstltd.com/wp-content/uploads/2020/09/Assessment-and-Treatment-Units-Position-Statement-1.pdf 

· Producing accessible information and making reasonable adjustments in a timely manner. Not included in the  mainstream – always marginalised, the easy read information being produced late during Covid-19 is an example of this.

· Digital exclusion – a lot of health, social care and housing information and systems going online.

· People with disabilities having to move out of area for support.

· Limited and inaccessible consultations for potential changes in law – E.g. Mental Capacity Act

· Care Act, Accessible Standards all good but need proper implementation.

· Providing good guidance on benefits.

· Reporting the deaths of people with learning disabilities from Covid-19 Every life matters campaign https://peoplefirstltd.com/wp-content/uploads/2020/05/Easy-Read-Every-Death-Counts-campaign.pdf 


4. What needs to change?

· Attitudes and approaches to housing needs to change to help people live independently and get adaptions – not institutions! More understanding and support for people with learning and physical disabilities.

· Need more creative solutions to supporting people to live in the community – not on the margins.

· Digital exclusion – digital developments are moving fast and not in-line with

· Understanding what we are saying about independent living National Independent Living Support Service (NILSS). More choice and community presence.

· Employment levels for people with learning disabilities (6%). Government messages need to promote positive policies and attitudes, not perpetuate negative ones.

· Make it harder to weaken current legislation that protects our rights – any changes must strengthen them. 

· Government need to talk directly to people with disabilities and lived experience – this still doesn’t happen with people with learning disabilities. Others (usually non-disabled people) are spoken to on our behalf (de facto). We need more access to Government.

· Social Care for all ages of people that need it.


5. What new issues have emerged since 2017?

· Government proposals to reform Human Rights law. The Independent Human Rights Act Review (IHRAR) was set up December 2020.This was set up following the Conservative party’s pledge to “update the Human Rights Act and administrative law…” The report of the review is still to be published. Here’s the BIHR response to the review https://www.bihr.org.uk/Handlers/Download.ashx?IDMF=6efd6aef-3bc3-4c75-867c-d744ede5d0c9 

· Brexit and the loss of protections in EU law and access to European Social Funds for Disabled People and Deaf and Disabled Peoples Organisations.


Additional written information

0. Whether things have got better or worse or stayed the same since the last examination in 2017

Things have got worse… 

Article 5 – Equality and non-discrimination
Heidi court case highlights the continued disability discrimination – before birth disabled and non-disabled unborn babies do not enjoy the same legal status in law.
Equality Act needs to be made stronger – cannot enforce the law because it cost too much money to go to court, medical model and is not always clear what is meant by reasonable adjustments – should it be reasonable adjustments?  
Public Sector Equality Duty – means that all the state has to do is reconsider the decision after consulting disabled people properly – do not need to make changes to the decision,  
   
Article 6 – Women with disabilities
Girls and women find it much harder to have their learning difficulties recognised by professionals. This is because professionals do not always understand how women and girls can be very good of hiding their difficulties from families, schools, social services and alike.  
Women with learning difficulties are still being sterilised or being encouraged to have abortion or give their children up for adoption.   Social Services still do not do enough to help parents (usually mums with learning difficulties) keep hold of their children.   Questions need to be asked if children with learning difficulties are not taught about relationships, sex etc. whilst in education. 
Lots of girls and women with learning difficulties are locked up in psychiatric hospitals is because they are often diagnosed with a mental health condition rather than a learning disabilities, learning difficulties and autism.  

Article 7 – Children with disabilities
Increasingly children with learning difficulties and autism are ending up in psychiatric hospitals.   Double the number of children are locked up in hospitals because of the lack of recognition of learning disabilities/difficulties and autism.   This leads to children and young people do not get the support they need to be educated in mainstream schools and live at home.   There is a lack of education, health and care support for children with LDs to help children live at home.   Many children with high needs end up having to go to residential special schools or end up in hospitals.   Families are less likely to get the support they need to help their children flourish.   

Article 9 – Accessibility
There is a lack of accessibility and reasonable adjustments – such as provision of easy read information, face to face meetings etc.  
Article 10 – Right to life
Article 25 – Health
Article 26 – Habilitation and rehabilitation

Heidi court case - right to life before birth – less rights than non-disabled unborn babies.    
The covid-19 paramedic was used to ration health care for people with learning difficulties – GPs were found acting unlawfully by putting DNR notices into people with learning difficulties medical records – telling doctors and health care professionals not to give us healthcare treatment. 

6 times more likely to die from covid 19 if one had a LD.   And for young people it was 24 times greater than the general population.   We had to fight to get covid-19 vaccinations as a priority group.  
    
Before covid-19 paramedic – many people with LDs die at least 10 years earlier than their non-disabled peers.   Too often doctors and medical professionals do not listen to us, do not take us seriously and do not want to give us treatment that non-disabled people would have received.  

Children and young people with LDS have had their therapy services taken away or reduced and have not returned to prior paramedic levels.

Article 12 – Equal recognition before the law

 People with learning difficulties do not have the same legal status in law with their non-disabled peers.   People with learning difficulties can be forced into institutions, denied the right to make decisions and treated against their wishes.  Many people with learning difficulties can be medicated and treated that makes them more unwell rather than better. (I.e. antipsychotic medication)  People with learning difficulties can be labelled as losing capacity and therefore lose a lot of rights to make decisions that non-disabled people can make. 
  
Article 13 – Access to justice
Majority of people with LDs cannot afford lawyers.   They have to rely on legal aid which is harder to get for fewer types of court cases.   For example, one cannot get legal aid for taking on disability discrimination cases.   It’s very hard to get money for legal cases because one must get benefits and not have much money in the bank.    Many people with LDs do not think crime is taken seriously – hate crime in particular.   Do not get enough support in the criminal justice system as someone who is a victim or is accused of crime.  

Article 16 – Freedom from exploitation, violence and abuse
There is growing evidence that LD people are not being protected against violence and abuse.   The on-going scandals of LD people in institutions and segregated education settings continue to allow violence and abuse of LD people.    There have been plenty of TV programmes, social media exposure and reports published highlighting the abuse of LD people in institutions.   CQC and other public bodies have been pretty useless in preventing such abuse.

Article 17 – Protecting the integrity of the person
Many LD people are being denied to make decisions and have control over their lives. LD people do not have the same opportunities as their non-disabled peers to develop themselves, to choose how they want to live their lives and support to have control over their lives.     Many LD people do not have any choice about their education, work, and leisure, housing and alike.   

Article 19 – Living independently and being included in the community 
Article 28 – Adequate standard of living and social protection
Article 22 – Respect for privacy
Article 23 – Respect for home and the family
Article 29 – Participation in political and public life
Article 30 – Participation in cultural life, recreation, leisure and sport

Majority of LD people still live with parents and family right through older age
Lack of resources to support LD people in the community
Viewed as community care placements rather than homes
Lack of choice of homes and support arrangements – minimum care support 
Focus is on independent living – medical rather than social mode of disability
Not supporting LD people to have full lives – to do what they want whenever they want etc.
Cannot take full time work because it can mean that LD persons have to pay for their own support.  
Need to stop institutionalised care settings – hospitals, group homes etc. 
Lack of control over support 
Insufficient support and importance of LD people being supported to engage in various activities.
Many activities are still not inclusive of LD people, particularly those who are labelled as having severe and profound LDs – design of activities are not inclusive. Lack of community facilities such as changing places toilets for example  
LD people’s rights to have family (children) and live with family (LD children with their families) 
Covid-19 had a big impact.  
Social security benefits do not cover the real cost of living. 

Article 21 – Freedom of expression and opinion, and access to information
Increasingly parents and professionals are speaking about us without us.   They are talking about us a lot - Government funds national parents and carer’s forums whilst speaking up groups get no or little money.   Parents and professionals are appointed onto Government, parliamentary and other influential public body task forces.   There may be at best one token person with learning difficulties.   For example various task forces dealing with people with LDs and Autism stuck in ATUs.   This includes state funded research and projects where its parent and professional lead organisations and people win the contracts and control if and how people with LDs are involved.   Examples include covid-19 research, projects and alike. There has been fewer people with LDs, experts by experience hired for independent care and treatment reviews.      People with LDs do not have a real voice or influence – this is because the state funds and supports the voice of others with LD. 

People with LDs can be fearful of speaking up and out when they are using services or are in institutions – the fear of being punished or having services taken away from oneself etc.   

People with LDs are not supported to have a collective voice and therefore individuals can just been seen as those and nothing more.     

Article 24 – Inclusive education
Increased segregation and exclusion of people with learning difficulties from mainstream education. More children and young people with learning difficulties are now placed in special schools, being educated at home, excluded from school.   Children and young people with learning difficulties are less likely to be in mainstream education.   


Chris’s Art Work
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An England Civil Society Shadow
Report
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The next exa n will be the second time the

UK has gone through this process. The first was in
2017.

It will be viewed by the CRDP Committee as a
“Follow Up” and they will be keen to find out how
farthe UK Government has fulfilled the
recommendations that the Committee made to
them after the first examination.

They will also be interested in any new issues that
have come up since then.
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United Nations Convention on the Rights of
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+ The United Nations Convention on the Rights of Disabled People
(UN CRDP) is an international treaty that sets out disabled people’s
rights in line with a human rights model of disabilty This is
consistentwith the social model of disabilty.

‘Governments cansignup to the UN CRDP which means they
support the treaty. They canalso choose to “ratify” it This means
they agree to be examined by the United Nations CRDP Committee
‘aroundevery five years. The examinations look athow far the rights
setout inthe CRDP are in place for Deaf and Disabled people inthat
country.

It s notexpected that all the rights in the CROP will be in place at
once - but it is expected that Governments will work progressively.
towards improving the situation for Deafand Disabled people as far
s their resources allow There is an expectation that governments.
will notallowthings o go backwards and get worse for Deaf and
disabled people.
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The next examination of the UK is coming up.

Itis important that Deaf and Disabled People’s
Organisations (DDPOs) give our views on how well
the government is treating disabled people and
meeting its obligations under the UNCRDP.

We do this by sending what is called a shadow
report - sometimes also called a parallel report - to
the CRDP Committee.

The Committee then considers the shadow report
alongside information sent to them by the UK
government. The Equality and Human Rights
Commission will also sendin a report.
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led into “50 rticles”

These cover issues such as:

Equality and non-discrimination

Disabled Women & Girls

Disabled children

Awareness-raising

Accessibility

Article 24 Education

Article 27 Work and employment

Article 28 Adequate standard of living and social protection

Article 29 Participation in political and public life

Article30 P , recreation, leisure and
sport

Article 31 Statistics and data collection

[See hand-outs for fulllst of Articles and wording of the
Convention]

pation in cultural
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Anew project to produce a UK shadow report has
just started.

A range of activities are taking place across the
country so that Deaf and Disabled people can have
their say in the report.

These activities will take place from October
2021 until March 2022.
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5 UN publishs recommendations
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You can find out more about the

reporting procedure on the EHRC
Human Rights Tracker website:

https:/humanrightstracker.com/en/un-

treaty/crpd/
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There are different stages in the examination process.

The stage we are at is the “List of Issues” stage.

The “List of Issues” is a list of questions that the CRDP
Committee will agree on and send to a Government
they are going to examine. The Government is then
given a year to write a report answering the questions.

Deaf and Disabled People’s Organisations can send in a
shadow report to tell the CRDP Committee what we
think they should include in their “List of Issues”
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How You Can Get Involved

a E + Stayin touch. Sign up on the Inclusion London website for shadow report
alerts.

+ Watchandsharethe launch event. The event was recorded on Inclusion
London's YouTube channel, Facebook and Twitter. Speakers included
Gertrude Fefoame, a serving member of the CROP Committee, and
Catherinne Puentes Pedreros who has worked at the Secretariatthat
supportsthe Committee for the pastnine years.

+ send ina responseto the Call for Evidence. There is information abouthow
to.do thisonthe Inclusion London website. You can send ina submission

either inwritingor by video. Please note that all submissionswillbe make
public and published inthe Inclusion London website.
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The workis beingled by Inclusion London. They are
‘workingwith anetwork of Deaf and Disabled people’s
Organisations (DDPOs) coveringthe whole of England.
Thesear

*Reclaiming Our Futures Alliance.
+The Disabled Peaple’s Organisation (DPO) Forum
* Disability Rights UK Our Voices

* Disabled People Against Cuts (DPAC)

The University of York's Centre for applied Human Rights
and the London School of Economics will also be
represented on the Steering Group oversesingthe work.
The England Network s also working closely with DDPOs in
Wales, Scotland and Northern Ireland. Those DDPOs are.
producingtheir own shadow reports for their respective:
nations. DDPOs acrossthe UK will need to work together
to present our recommendations tothe CRDP Committee.
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‘Wednesday 20 October 2021

22.0ct- 22 Nov 2021

Monday 22 November 2021

Friday 14 January 2022

Friday 11 February 2022
by

March2022

Launch event and call for evidence o help
shapethe shadowreport

Events to help Deaf and Disabled people
understand the shadow report process and
to discussthe main issues that could be
includedin the report

Launch of quick survey to helpfind out
‘about the most important issues.

Firstdraftof the shadowreport to be
finished

Final draft of report circulated for signup.
organisations and individualswho
contributed evidence

Final launch and promotion of the shadow
report
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‘The word counts for shadow reports underthe CRDP do.
not include footnotes and annexes (additional papers).
However, thereis no guarantee that Committee members
willlook at the annexes. Footnotes can be used for
referencing but putting too much information in the
footnotes can make a document inaccessible.

Itisimportantto understand the different stages of
the examination processand how the information
you provide willbe presented tothe CRDP
Committee and used.

Don'texpectthe Committee membersto have a
pre-existing understanding of laws and policiesin
the UK. Itis important to think carefully about how
youstructure your reportto make itas easyto
understand as possible.
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* Later in the project we will have an accessible
survey for you to take part in to help
prioritise the issues to raise in the shadow
report

« Add your name and the name of your
organisation in support of the final shadow
report.

*Watch and share the final report launch. This
will be sometime in March 2022.
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Did your life get better or worse since 2017

1. How do you think the government is doing on
protecting our human rights?

2. What are they doing well? e
3. What are they not doing well? l \S‘ﬂ/

4. What needs to change?

5. What new issues have emerged since 20177
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Some Top Tips for Shadow Reporting

Support every pointyou make with evidence. This could
bea linktoa research report or to statistics that back up
whatyouare saying. The Committee alsowantsto hear
‘about personal experience- justbe clear where the
pointshave come from.

Don'trely on second hand reports as evidence, for
examplenews articles. Always check the original
source material and how any figures or statistics
have been used.

Keep the volume of information senttothe.
Committeeaslow aspossible.
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