In view of the fact that no representatives for disabled people were invited to the recent Integrated Care Summit:

https://www.convenzis.co.uk/events/the-integrated-care-summit-2021/?fbclid=IwAR2l77h893isfaSd98PHDPyU4PKAgUYz6sNXVKX6aVVC_5YzGg9uUkkMMz4
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I would like to know why the UK Govt has such scant regard for our opinion and how it intends to remedy this.
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The recent debacle around the NICE pause to publication of guidelines for the treatment of ME/CFS runs against the following:
Freedom from torture or cruel, inhuman or degrading treatment or punishment.
Freedom from exploitation, violence and abuse. 
While the delay was caused by certain medical protagonists, these people were also involved in the PACE trials which again caused treatment which ran against the 2 above points.
There is lots of literature available and it may be that you would choose not to include the care and treatment of patients with ME/CFS in your scope but I feel it is an opportunity for the UK to set things right, particularly when other countries medical establishments have progressed beyond the outdated thinking of the cabal responsible in the UK.
I hope the following links are useful.
Mayo Clinic
Invest in ME Research
US ME/CFS Clinician Coalition
David Tuller 23 October 2021
MDPI
The Science Bit - Same old Denialism
Kings College - 3 advocates for GET now say it was due to 'misunderstandings'
Journal of Health & Psychology (1st published 2017)
ME Advocates Ireland 2020
NIHR

I hope the above demonstrates the breadth of opposition to the stance taken by those medical practitioners in the UK who delayed and presumably opposed the NICE revised guidelines.
Best regards
Linda Coy
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OUT OF SIGHT ...

THERE is nothing more dismissive qf
disabled people than ignoring their voice.
How unfortunate, then, that the
government’s recent health and social
care reform summit — designed to “help
shape and drive” change — failed to include
any disabled people’s organisations
(DPOs).

In a country with 14.1m disabled people,
there wasn't even one social care user among
the 43 “leaders and experts” assembled by
health secretary Sajid Javid. They included
NHS and local government chiefs, medical
colleges, think tanks and charities. Even
controversial private health provider Operose
Health, a subsidiary of US insurance giant
Centene, which is taking over masses of GP.
practices, got a place.

Disabled campaigners said the snub was a
“new low” for a government with an already
dismal record of engagement with disabled
people. In June, several DPOs had written to
Javid asking to be involved in social care
reform, to be told the minister was too busy to

meet them. New care minister Gillian Keegan
confessed at the Tory party conference to John
Pring, editor of Disability News Sewice,»\»haAt
she was unaware of disabled people’s criticism
of the new social care reforms.

All ammunition for a growing list of
complaints being compiled by DPOs to the
UN’s committee on the rights of persons with
disabilities. Under the convention, when
deciding legislation the government has a duty
to “closely consult with and actively involve
persons with disabilities, including children
with disabilities, through their representative
organisations”. Mencap, Age UK and the
Alzheimer’s Society, the charities invited to the
summit but not run by disabled people, do not
fit the bill.

But Tracey Lazard, chief executive of
campaign group Inclusion London, said:
“How can the government even begin to mee
the challenge of transforming our broken
social care system if it systematically

excludes and disregards nearly half of all
users of social care?”




