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Lewisham Speaking Up

• We support PWLD to speak up, 
be heard, and have a stronger 
voice through advocacy services.

• Our services are 1-2-1 advocacy, 
self-advocacy, and training.

• We take the person’s side and 
make their views and wishes 
known. We help them to bring 
about the changes they want.



Todays Objectives
• To have a better understanding about the 

language and terminology linked to the 
subject of Learning Disability.

• Have a greater understanding of how to 
support adults living with a learning disability 
to access support.

• To better understand how lack of 
understanding around eligibility criteria for 
accessing statutory support can lead to 
safeguarding concerns, and other problems.



Three Questions

• Why are we here?

• How will this conference make a 
difference to people with lived 
experience?

• How will professionals know it 
has made a difference to people 
with lived experience?



Three Questions
• Discuss terminology and discuss how 

some people with learning disabilities 
are being left with little or no support

• Delegates will be better able to 
identify people with learning 
disabilities, and will have a better 
understanding of the consequences 
when people get little or no support

• Better able to identify when it makes 
more sense to give a person with a 
learning disability support/better 
support, to prevent safeguarding 
alerts



Learning Disability (Mencap)

• ‘A learning disability is a reduced 
intellectual ability and difficulty 
with everyday activities – for 
example, household tasks, 
socialising or managing money –
which affects someone for their 
whole life’ 

• ‘People with a learning disability 
tend to take long to learn and may 
need support to develop new skills, 
understand complicated 
information and interact with other 
people’



Learning Disability (NHS)
• learning disability affects the way a person 

learns new things throughout their lifetime.

• A learning disability affects the way a person 
understands information and how they 
communicate. This means they can have 
difficulty:

• understanding new or complex information

• learning new skills

• coping independently

• A learning disability happens when a person's 
brain development is affected, either before 
they're born, during their birth or in early 
childhood.

• Sometimes there's no known cause for a 
learning disability. 



Learning Difficulty

• A learning disability is different 
from a learning difficulty as a 
learning difficulty does not affect 
general intellect

• What do we mean by learning 
difficulty?



Terminology

• Using labels for learning disabilities 
can be both helpful and unhelpful 
at the same time.

• It can be helpful to the person, 
their family or those people who 
work with them to understand 
their needs and what support they 
might need. 

• However, the categories can be 
unhelpful if the person with the 
learning disability is just seen as 
that label. 

(BILD: British Institute of Learning 
Disabilities)



Terminology

• Many people with a learning 
disability will refer to themselves 
as having a learning difficulty

• Other people do not want to be 
categorized at all

• It is people’s right to choose 
what they are called or not 
called



Terminology 

• If you are not sure, ask the 
person

• It is more important for health, 
social care, and education 
professionals to attach the label 
learning disability for the 
purposes of planning and 
assessing. It is not so important 
for the person with a learning 
disability



Terminology 

• People with a learning disability 
should also be known as:

- Friend

- Colleague

- Neighbour

- Community member

- Employer



When is the terminology important?

• It is important to know whether 
somebody has a learning 
disability or a learning difficulty: 

- To know whether they need  
support

- To determine the level of 
support the need

- So they get the services they 
need and deserve



Estimated figures in Lewisham

In September 2019, 657 individuals were in receipt 
of some form of support from social care.

1440 people with learning disabilities on GP 
registers.

2.16% of general population have a learning 
disability meaning there are possible 5000 people 
with LD in Lewisham.

Possible 2000 or more people with learning 
disabilities living without support.

About 60% of our 1-2-1 advocacy referrals are for 
people with learning disabilities and/or autism who 
get no statutory support.



When is the terminology important?

• If you are referring someone to get 
help from statutory support, you 
need to give as much information 
about them as you possibly can. 

• Incorrect information about a 
person’s disability can result in 
them getting the wrong support, 
no support, or mistakes happening 
that could put them at risk.



What can you do if you don’t know?

• Get to know the person as much 
as possible

• Ask them

• Talk to people who know them 
well: support providers, family 
members, health professionals

• Find out if they are known to 
services

• Speak to their GP if they are 
happy for you to do so



Eligibility Outcomes: Care Act 2014 – to be eligible for 
support, a person with a learning disability must be unable to achieve 

two or more of the outcomes

• Managing and maintaining nutrition

• Maintaining personal hygiene

• Managing toilet needs

• Being appropriately clothed

• Being able to make use of the adult’s home safely

• Maintaining a habitable home environment

• Developing and maintaining family or other personal 
relationships

• Accessing and engaging in work, training, education or 
volunteering

• Making use of necessary facilities or services in the local 
community, including public transport, and recreational 
facilities or services

• Carrying out any caring responsibilities the adult has for a 
child.



Things to consider

• More people with learning disabilities are 
under considerable pressure from DWP to 
prove their eligibility for benefits

• People who cannot read or write won’t 
be able to read important letters

• Many people do not have people to help 
them read letters or bills

• This leads to people missing 
appointments, benefits being stopped, 
unpaid bills, unpaid council tax, rent 
arrears, bank charges and amassing of 
other debts



Stefan’s experience

• Stefan has a learning disability

• He lives on his own

• He gets no statutory support

• His Mother used to help him 
with bills and letters: sadly she 
passed away



Discussion and questions

• What could we do differently?

• How can we prevent people with 
learning disabilities falling into 
crisis?


