Saba Salman on the latest LeDeR Report

The average age of death for an Asian man with profound and multiple learning disabilities
is 30. Compare this with the average age of death for a white man with profound and
multiple learning disabilities, which is 59 - still shockingly young. And for a white man in the
general population, the average age of death is 83.

The gross inequalities faced by Black, Asian or minority ethnic people with learning
disabilities are reflected in the latest Learning From Deaths Mortality Review (Leder). The
report reviewed 9,110 deaths of people with learning disabilities from January 2018 to
December 2020, including 622 children and 8,488 adults.

The review states that learning disabled people who are Asian are more than nine times
more likely to die as a young adult compared to white British people. And being Black and
learning disabled means a person is more than three times at risk of death.

In 2020 Covid was the leading cause of death among learning disabled people. The new
statistics also show that an Asian person with a learning disability was three times more
likely to die of Covid than a white British person.

It is grim that the latest findings are no surprise.

The current review is the fifth to be published since the NHS launched the programme in
2015 and, like its predecessors, it highlights huge health disparities and risk of avoidable
death among our learning disabled population. These reports follow decades of evidence
outlining the care and heath inequalities experienced by learning disabled people and
people of colour.

Structural racism and disablism has been exposed and intensified by Covid. Black and
ethnic minority people were hardest hit by Covid while learning disabled people were not
initially a vaccination priority despite being six times more likely to die from the virus than
the general population. And ‘do not attempt cardiopulmonary resuscitation’ notices were
improperly placed on learning disabled people’s medical records during Covid.

As for the steps needed to close the inequality gap, these have been well-documented for
years. They include tackling discriminatory attitudes among professionals and better
awareness that some people needing health and care support communicate differently.

None of the report’s recommendations are new or radical. They are mostly actions that
should already happen under the Equality Act or statements - albeit well-meaning - of the
obvious. Like the suggestion that Leder reviews should be “undertaken through the lens of
greater racial awareness”. It should be par for the course that every area’s Leder steering
group must identify a “named lead” to act on issues faced by minority ethnic communities.


https://www.england.nhs.uk/learning-disabilities/improving-health/mortality-review/
https://raceequalityfoundation.org.uk/health-care/why-are-more-black-and-minority-ethnic-people-dying-from-covid-19-in-hospital/
https://www.gov.uk/government/news/people-with-learning-disabilities-had-higher-death-rate-from-covid-19
https://www.cqc.org.uk/news/releases/improved-oversight-reform-needed-pressures-pandemic-shine-light-inconsistent

The recommendation that would make a difference, however, is the call for investment to
build partnerships with communities and peer-to-peer networks.

The charity Inclusion North, which promotes inclusion for people with a learning disability
or autism and their families, has campaigned on the issue of premature deaths.
Responding to the Leder report, its Stop People Dying Too Young Group said: “Nothing is
happening quickly enough, and obviously last year with Covid everything got much worse
for people...the lives of people with a learning disability are not valued as much as other
peoples.”

The group said of the higher risk of death among learning people from a Black, Asian or
minority ethnic background: “It ought to be a national scandal on the front page of every
newspaper, and yet it barely gets a mention.”

As for action, Surajah Hunter, a director at Inclusion North, adds: “NHS and government
can improve healthcare by engaging with minority ethnic communities through local
communities and charities, having focus groups to find out where the gaps are and not be
driven by government agenda and targets.” Families and individuals should be involved
from the outset in creating responses to ease inequalities, says Hunter.

Specific support like community-based, culturally-sensitive advocacy and self advocacy is
vital (the Leder report notes that NHS England and NHS Improvement have commissioned
the Race Equality Foundation and Learning Disability England to work in this area).

However, the lives of learning disabled people from diverse backgrounds should also be a
mainstream issue. The independent Covid Inquiry needs to consider the higher death rate
among people with a learning disability and among people from diverse backgrounds in
that community. The Covid recovery plan must embrace communities marginalised by
disability, race or both.

The need for long-term investment in social care system to prevent people - of all
backgrounds - from reaching a healthcare crisis has never been clearer. Currently there is
little focus on Black, Asian and minority ethnic users of social care (the recent health and
care white paper mentions ethnicity only once).

Each of the 9,110 people whose deaths were reviewed was an individual, a family member,
a friend, a neighbour. Like Faisal (not his real name) who lived with his family and who is
briefly referenced in the report. He liked feeding the ducks in his local park and was said to
be kind-natured, with a lovely smile. His life ended “after a sudden illness”. He was 23.

The outcomes for people like Faisal feel shamefully familiar. This is because we are stuck in
a loop of reviewing evidence, publishing findings and calling for action. The Leder report
states that the experiences of people from minority ethnic groups are “of particular
concern”. We have had decades of concern - what we desperately need is concrete action.


https://inclusionnorth.org
https://raceequalityfoundation.org.uk/health-care/another-missed-opportunity-an-analysis-of-the-health-and-care-white-paper/

Saba Salman is a journalist, author and editor of the book Made Possible and the chair of
the charity Sibs, which supports the brothers and sisters of disabled people. Her youngest
sister Raana has a learning disability.


https://www.amazon.co.uk/Made-Possible-Stories-learning-disabilities/dp/1783528265

