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Foreword 

In November 2020, Full of Life delivered the report “Adult Care Services, A Need 

For Change”1 to the Royal Borough of Kensington and Chelsea (RBKC). The report 

outlined actionable steps that RBKC needed to take in order to make a real 

difference in the lives of people with learning disabilities, as well as their 

families.  

However, it has been two years since this report was delivered to the council, 

and while Full of Life is appreciative that some progress has been made, it is 

clear that more must be done.  

The Local Government Association argues that adult social care is “a key means 

by which people are supported to live a full life, whatever their circumstances. 

That support…has shown itself to be inherently local, with councils playing an 

important role in local leadership and coordination.”2 

Full of Life is in full agreement with this statement – adult social care for people 

with disabilities should be provided, whenever possible, in-borough, and these 

individuals should be treated as important, valued members of their community.  

As such, Full of Life continues to call on RBKC to take action to ensure people 

with learning disabilities in our borough, as well as their families are 

appropriately provided for. In our previous report, Full of Life argued: 

Most of the actions taken thus far by RBKC have been in holding meetings and 

developing reports, while the actions that require more tangible, proactive 

approaches have been ignored. While Full of Life is cognizant of the fact that 

 
1 Full of Life. (2020). Adult Care Services, A Need For Change. 
2Local Government Association. (n.d.).  The future of adult social care. 
https://www.local.gov.uk/about/campaigns/future-adult-social-care  

“Reports, action plans, and consultations alone will not get things done” 
Adult Care Services, A Need For Change  

https://www.local.gov.uk/about/campaigns/future-adult-social-care
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concrete changes can take time, it is frustrating to see these actions take a 

backseat.  

In order to build upon the actions that the council has taken, Full of Life have 

developed this report to identify the services already provided for by the council.  

Further, this report outlines the steps that will need to be taken over the 

following years in order to best provide for people with learning disabilities and 

their families, and ensure positive outcomes regarding health, housing, 

community inclusion, family support, and learning and development.  

 

 

 

 

Sue Redmond      Virginie Isbell  

Joint Chair – Full of Life      Joint Chair – Full of Life  
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Actions Required 

 Community Target Date 

1 Implement a more robust method of monitoring out-
of-borough services, to ensure people with learning 
disabilities are safe, well cared for, and provided with 
engaging activities. 

 

2 Set targets for percentages of services provided in-
borough and provide annual reports to report on 
target vs actual provision.  

 

3 Make a systematic commitment to any new building 
developments and public spaces having people with 
learning disabilities being considered, beyond what is 
currently contained in RBKC’s housing strategy.  

 

4 Provide more spaces with changing places, across the 
borough, so people with learning disabilities can be 
more included across our community. 

 

5 Provide transparent information about how 
commissioners ensure that services they commission 
are outreaching to organisations, as well as people 
with learning disabilities and their families, so they 
know when services are available.  

 

6 Develop links with police, so they are aware of the 
needs of people with learning disabilities. This should 
include highlighting the risk of mate and hate crime.  

 

 

 Housing Target Date 
7 Source and provide a piece of land to develop housing 

for adults with a learning disability in the borough. This 
may be achieved through the Notting Hill Police Station 
bid.  

 

8 Invest in the development and improvement of current 
housing stock, in order to ensure they are fit for 
purpose for people with learning disabilities.  

 

9 Develop a clear maintenance programme for each 
housing development to ensure people with learning 
disabilities live in high quality accessible homes. 
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10 Commit to providing more fit-for-purpose units in-
borough for people with learning difficulties. 

 

11 Make a systematic commitment to any new housing 
developments having people with learning disabilities 
being considered through set policies and procedures.  

 

12 Ensure that all housing for people with learning 
disabilities are included in any Borough wide 
Emergency Planning and Safeguarding Plans. 

 

 

 Health Target Date 

13 Ensure that care providers appropriately monitor and 
keep up-to-date health and social care information 
about individuals in their care. 

 

14 When recommissioning the Wheelchair Service, ensure 
concerns such as a lack of timely repairs, a lack of 
wheelchair parts on hand, and access to specialist 
seating is appropriately addressed. 

 

15 Provide training to GPs around how to best understand 
and communicate with individuals, in order for more 
staff to feel confident being advocates for the people 
they care for.  

 

16 Integrate updating hospital passports into annual 
health checks to ensure health information is regularly 
reviewed and updated across all settings.  

 

17 Develop RBKC standards that supported living and 
residential care services must meet, in addition to each 
organisation’s own standards. A clear process for what 
happens when a service isn’t meeting expectations 
must also be developed. 

 

18 Ensure that links with health services are clear, 
including therapy services, GP’s and acute hospitals i.e. 
Chelsea Westminster Hospital and St Mary’s Hospital. 
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 Learning & Development Target Date 

19 When commissioning services, have a policy that 
contract providers must reach out to organisations 
such as Full of Life, Equal People MENCAP, and NAS to 
ensure services are truly inclusive. 

 

20 Monitor day and supported living services to ensure 
their staff understand how best to ensure that the 
people they care for have meaningful days where they 
can learn and develop. 

 

21 Develop RBKC’s own in-house accredited training for 
staff members who provide supported living services, 
covering all areas such as effective communication, 
understanding behaviours that are challenging, and 
moving and handling.  

 

 

 Role of Families Target Date 

22 Ensure a strong, stable monitoring system is in place, in 
order for families to have confidence in care providers. 

 

23 Use RBKC’s annual conference on Adult Social care as a 
venue for sharing information about the annual report 
with families. 

 

24 Extend the “You Said, We Will” system for mapping 
and developing services from health, education and 
social care for Children’s’ Services to Adult Learning 
Disability Services  

 

25 Provide appropriate support and funding to support 
the mental and physical health of parent carers and 
family members. 

 

26 Increase the availability of respite services and 
emergency services and ensure the services available 
are of a high quality.  
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Community First 

 

State of Play 

Since Full of Life wrote its last report, “Adult Care Services, A Need For 

Change3”, few steps have been taken to promote community inclusion. Adults 

with learning disabilities continue to often be overlooked and not seen as 

valuable members of our community.  

As a consequence, adults with learning disabilities continue to be housed out 

of the borough, are targeted for hate crimes and mate crimes, and public 

spaces and building developments continue to regularly overlook the need for 

the development of accessible, inclusive spaces. 

Full of Life appreciates RBKC consulting with us, as well as with residents and 

strategic partners in the development of the next version of “The Big Plan”. 

However, in the past promises have made via “The Big Plan”, while few 

concrete actions have actually been taken. It will be important that the new 

plan includes information around actions the local authority will take to make 

real impact. This is vital to re-establish the trust families have in the systems 

working for them. 

 

 

 

 

 

 

 

 

 

 

 
3 Full of Life. (2020). Adult Care Services, A Need For Change. 
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1.1 Community-based services 

RBKC has the chance to develop high-quality, community-based services to 

ensure the wellbeing of adults with learning disabilities, acting as an example 

of best-practice for other boroughs to emulate.  

Not only will offering services, wherever possible, in-borough be more cost-

effective than sourcing out-of-borough services, it will also safeguard people. 

Provision of in-borough services will allow people with learning disabilities to 

remain in the communities they know best, close to their family and friends, 

and ensure that services are easily monitored.  

In our experience it is often families who monitor the services provided to their 

sons/daughters. We would like to see a more robust method of monitoring 

out-of-borough services.  

Adults with learning disabilities also continue to be housed out of borough due 

to the lack of quality support services being made available in-borough. This 

not only ends up costing the borough more than they would pay for services 

in-borough, but means people with learning disabilities lose friendships and 

have less contact with family and support systems they have known since 

childhood.  

When people with learning disabilities are housed out of borough, their 

families are less able to check up on their wellbeing and safeguarding and are 

therefore less able to know when their health is at risk or to take action in a 

timely manner. Well -publicised cases such as Whorlton Hall4, Gracefield 

Health Care Limited5, and Winterbourne View6 serve to underline how their 

concerns are not unfounded.  

Full of Life therefore continues to call on the RBKC to provide high quality 

services in-borough, in order to ensure people with learning disabilities from 

our borough are kept close to their community.  

We also ask for the RBKC to set specific targets for the percentage of services 

provided in-borough, based on the type of service (e.g. health, housing, 
 

4 Triggle, N. (2019, May 22). Whorlton Hall: Hospital 'abused' vulnerable adults. BBC. 
https://www.bbc.com/news/health-48367071  
5 Nicolle, L. (2022, March 30). Liverpool care home for people with learning disabilities placed in special 
measures. Learning Disability Today. https://www.learningdisabilitytoday.co.uk/liverpool-care-home-for-
people-with-learning-disabilities-placed-in-special-measures  
6 BBC. (2021, May 27). Winterbourne View: Families demand overhaul of ‘broken’ care system. 
https://www.bbc.com/news/uk-england-bristol-57251442  

https://www.bbc.com/news/health-48367071
https://www.learningdisabilitytoday.co.uk/liverpool-care-home-for-people-with-learning-disabilities-placed-in-special-measures
https://www.learningdisabilitytoday.co.uk/liverpool-care-home-for-people-with-learning-disabilities-placed-in-special-measures
https://www.bbc.com/news/uk-england-bristol-57251442
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education & development), and then to report annually based on these 

targets.  

 

1.2 Inclusive Spaces – Embedding Social Inclusion 

Full of Life is happy to have been invited to be actively involved in discussion 

around the Earl’s Court development project helping to co-produce and design 

spaces for a variety of learning & physical disabilities. This will be the largest 

housing development in RBKC and we hope that working together will set a 

standard that is completely inclusive, not just in terms of housing but also in 

terms of community spaces.  

Too often people with learning disabilities, particularly adults with learning 

disabilities, are overlooked by society, which leads to social exclusion and 

limitations in how much these individuals can participate in wider society. 

Having a specific policy which must be followed when developing new spaces 

will help RBKC to avoid the problem of overlooking people with learning 

disabilities.  

Thinking about how best to design spaces to be accessible and inclusive from 

the get-go not only demonstrates a commitment towards social inclusion, but 

also makes people with learning disabilities and their friends and families feel 

welcome in these spaces, and saves money in the long-run, reducing the need 

to redesign spaces retrospectively to make them inclusive.  

Full of Life asks that RBKC make a systematic commitment to any new building 

developments having people with learning disabilities being considered. New 

buildings, public spaces, parks, cinemas and theatres, and public toilets are all 

examples of spaces where accessibility and inclusion should be considered 

from the get-go.  
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A good example of people with learning disabilities being overlooked is the 

lack of changing places in this borough. Changing places are often vital for 

people with learning disabilities, but are few and far between, restricting 

where families and carers can bring people with learning disabilities, ultimately 

limiting people’s daily activities due to lack of personal care facilities. 

Currently, according to a document produced by RBKC in 2018, 38% of the 

public toilets available in the borough do not have disabled access.7 There 

appears to be a lack of toilet facilities in general across the borough, and many 

in the North of the Borough are not accessible.  

Full of Life is therefore calling on the council to provide more spaces with 

changing places, across the borough, so people with learning disabilities can be 

more included across our community.  

 

 

1.3 Community Engagement 

Full of Life argued in its previous report, “Adult Care Services, A Need For 

Change”, that a key way to ensure the visibility of adults with learning 

disabilities is to support them to take part in activities that are occurring in the 

borough.  

Support for people with learning disabilities to access services is also key. This 

should include making reasonable adjustments to ensure people with learning 

 
7 The Royal Borough of Kensington and Chelsea. (n.d.). The Royal Borough of Kensington and Chelsea Public 
Toilet Locations. 
https://www.rbkc.gov.uk/sites/default/files/media/documents/Toilets%20March%202018_0.pdf  

https://www.rbkc.gov.uk/sites/default/files/media/documents/Toilets%20March%202018_0.pdf
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disabilities can access the activities (e.g. specific hours for people with autism 

and learning disabilities to access swimming, sports or quieter sessions). 

Full of Life asks for the borough to provide transparent information about how 

commissioners ensure that services they commission are outreaching to 

organisations, as well as people with learning disabilities and their families, so 

they know what services are available.  

Another issue Full of Life is keenly aware of is the need for links with police. 

The police need to be aware of where vulnerable people in the borough are, in 

order to engage with and safeguard adults with learning disabilities.  

 

 Community Target Date 

1 Implement a more robust method of monitoring out-
of-borough services, to ensure people with learning 
disabilities are safe, well cared for, and provided with 
engaging activities. 

 

2 Set targets for percentages of services provided in-
borough and provide annual reports to report on 
target vs actual provision.  

 

3 Make a systematic commitment to any new building 
developments and public spaces having people with 
learning disabilities being considered, beyond what is 
currently contained in RBKC’s housing strategy.  

 

4 Provide more spaces with changing places, across the 
borough, so people with learning disabilities can be 
more included across our community. 

 

5 Provide transparent information about how 
commissioners ensure that services they commission 
are outreaching to organisations, as well as people 
with learning disabilities and their families, so they 
know when services are available.  

 

6 Develop links with police, so they are aware of the 
needs of people with learning disabilities. This should 
include highlighting the risk of mate and hate crime.  
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Housing 

 

State of Play  

Housing continues to be a pressing concern for Full of Life and the families it 

supports. We understand that for some individuals an out-of-borough 

placement may be the right thing, but we feel that it should be about choice 

for people with learning disabilities and their families.  

The provision of housing for people with learning difficulties and disabilities in 

the Royal Borough of Kensington and Chelsea is severely lacking and is 

particularly concerning for those people with more complex needs.  

A lack of suitable accommodation has resulted in long waiting lists and people 

living in homes where they are not able to live independently or access all the 

rooms in their house.  

Further, this has also led to some families having to send their family members 

out of borough or even out of London, for adequate housing and care services. 

According to RBKC, “there are 61 adults with a learning disability living in a 

residential placement in total for RBKC. Of these 61 people, 15% are living in 

RBKC, 25% in another London LA, and about 60% are outside London”. 8 

The issue with this is twofold - firstly, many people with learning disabilities are 

no longer near their friends and communities, who they have often grown up 

with and feel supported by. Secondly, their parents and family members have 

a harder time monitoring their family member’s safety and the standard of 

care being provided.  

When individuals with learning disabilities live in-borough, parents are able to 

more easily monitor how their family members are. This results in better 

outcomes in health and safeguarding and also allows the RBKC and parents of 

adults with learning disabilities to save money in terms of monitoring and 

travelling to see these individuals.  

We would also like to see that all Borough Emergency Planning Procedures 

include people with learning disabilities.  This will ensure that they are safe and 

 
8 Royal Borough of Kensington and Chelsea. (2022, May). Personal Communication. 
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that emergency services know who they will have to support if they have to 

attend to emergencies in their homes.   

 

2.1 Steps towards change 

Full of Life appreciate the work that has been done to map the number of units 

available as accommodation for people with learning disabilities in RBKC and 

Westminster. Knowing what is available in-borough, as well as the suitability of 

that accommodation is the first step towards better provision of housing for 

people with learning disabilities.  

We also applaud the bid the borough have made to Mayor of London for the 

Notting Hill police station. If successful, the site could offer space for up to 20 

people to be cared for locally, so they can remain nearby their local 

communities and families.  

Full of Life also support the proposal including the integration of other 

community services such as a GP surgery, a space for local police, and 

affordable housing for key workers into the space, as this would further allow 

people with learning disabilities to be further connected with their 

communities. 

 

 

2.2 Improvements in current housing stock 

The RBKC has also stated that 25 of the 59 total units of accommodation 

available in-borough for people with learning disabilities were either in poor 
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condition and required refurbishment or were “not fit for purpose for the 

current service user group”. 9  

This is frustrating, as the borough already have a limited supply of 

accommodation suitable for people with learning disabilities, and 

accommodation not being fit for purpose only further exacerbates this issue.  

The borough must, therefore, also commit to improving the accommodation 

currently provided for people with learning disabilities.  

They must also develop a clear maintenance programme for each housing 

development to make sure people with learning disabilities live in high-quality, 

safe, accessible homes, and ensure that all housing for people with learning 

disabilities is included in Borough wide Emergency Planning.   

 

2.3 Future Developments 

Full of Life also asks that RBKC make a systematic commitment to any new 

building developments having people with learning disabilities being 

considered.  

RBKC projects that the number of people with learning disabilities who require 

housing will continue to grow. Clearly, RBKC’s current provision of housing is 

not sufficient.  

RBKC’s must therefore commit to providing more units in-borough for people 

with learning difficulties. These units must be fit for purpose, lifelong homes.  

Thinking about how people with learning disabilities needs differ from the 

general population will also need to be done in order to build truly accessible 

and suitable housing.  

Too often, adults with learning disabilities are forgotten. In RBKC’s Housing 

Strategy 2019-202210, while consulting with people with disabilities is 

mentioned, there is no specific mention of people with learning disabilities or 

their families. 

 
9 Wall, G. (2022, March). Bi-Borough Learning Disabilities Accommodation Requirements. Royal Borough of 
Kensington and Chelsea.  
10 Royal Borough of Kensington and Chelsea. (2019). Housing Strategy 2019-2022. 
https://www.rbkc.gov.uk/media/document/housing-strategy-2019-2022 
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People with learning disabilities and neurodivergences, have specific 

challenges such as sensory issues or anxiety issues which may lead to 

behaviours that may be challenging for the individual and their neighbours 

(e.g. banging on walls and windows). These needs are often not appropriately 

recognised or provided for if consulting is not done with people affected by 

these issues.  

Having a set policy and procedure in place regarding consideration of people 

with learning disabilities, which must be followed when considering 

applications for building developments, will prevent this from occurring.  

Taking these steps will not only improve value for money over the long term, 

but will ensure RBKC is meeting its requirements as outlined by national 

legislation, allowing people with learning disabilities to remain in their 

communities. 

 

 Housing Target Date 

7 Source and provide a piece of land to develop housing 
for adults with a learning disability in the borough. This 
may be achieved through the Notting Hill Police Station 
bid.  

 

8 Invest in the development and improvement of current 
housing stock, in order to ensure they are fit for 
purpose for people with learning disabilities.  

 

9 Develop a clear maintenance programme for each 
housing development to ensure people with learning 
disabilities live in high quality accessible homes. 

 

10 Commit to providing more fit-for-purpose units in-
borough for people with learning difficulties. 

 

11 Make a systematic commitment to any new housing 
developments having people with learning disabilities 
being considered through set policies and procedures.  

 

12 Ensure that all housing for people with learning 
disabilities are included in any Borough wide 
Emergency Planning and Safeguarding Plans. 
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Health 

 

State of Play  

The coronavirus pandemic has had a profound impact on both people with 

learning disabilities and their families. People with learning disabilities were 

between 4.1 and 6.3 times more likely than the general population to die of 

Covid 1911 yet were forgotten about in terms of emergency planning and 

access to vaccinations. 

People with learning disabilities not only often have weaker immune systems 

but may also have trouble understanding the importance of preventative 

measures such as regular hand washing and social distancing and may have 

sensory issues which prevent them from wearing masks or protective face 

coverings. This has meant that even when lockdowns have been lifted, people 

with learning disabilities and their families have been more hesitant about 

going out into the community.  

Further, when lockdowns were occurring, the provision of care services for 

people with disabilities was reduced, leading to more work for these people’s 

families, as well as higher levels of social isolation. This ultimately risked 

people’s mental health.  

This is on top of the fact that people with a learning disability already tended 

to experience worse health outcomes than those without a learning disability. 

The 2019 Learning Disabilities Mortality review found people with a learning 

disability had a median age at death of 61 and 59 for men and women 

respectively, compared to a median age of 83 and 86 respectively for people in 

the general population.12 

 

 

 
11 Public Health England. (2020, November 12). People with learning disabilities had higher death rate from 
Covid-19. https://www.gov.uk/government/news/people-with-learning-disabilities-had-higher-death-rate-
from-covid-19  
12 The Learning Disabilities Mortality Review (LEDER) Programme. (2020, July 16). Annual Report 2019. 
University of Bristol Norah Ry Centre for Disability studies. https://www.hqip.org.uk/wp-
content/uploads/2020/07/LeDeR_2019_annual_report_FINAL.pdf  

https://www.gov.uk/government/news/people-with-learning-disabilities-had-higher-death-rate-from-covid-19
https://www.gov.uk/government/news/people-with-learning-disabilities-had-higher-death-rate-from-covid-19
https://www.hqip.org.uk/wp-content/uploads/2020/07/LeDeR_2019_annual_report_FINAL.pdf
https://www.hqip.org.uk/wp-content/uploads/2020/07/LeDeR_2019_annual_report_FINAL.pdf
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3.1 Health and Social Care 

Full of Life are pleased with the launch of the Health and Social Care Learning 

Disability Focus Group in June 2021, co-chaired by the RBKC, the Clinical 

Commissioning Group and Full of Life began co-chairing Health & Social care 

Learning Disability Focus group which meets quarterly. The focus groups have 

been useful in helping to address issues around health and social care, and in 

ensuring action is taken early to effect positive change.  

However, the separation of health from social care has led to confusion in 

terms of accessing services (e.g. St Marks Road). Accessing information about 

the needs of people with learning disabilities has been made more difficult for 

families, due to the split of health and social care information about individuals 

now being kept in different places. In an emergency we feel this will be down 

to parent carers or providers.  

We would like to see a clear health pathway (i.e. community based services, 

GPs, dentists, therapy services, and mental health services through to acute 

hospital services.) 

In the case of providers, Full of Life is concerned about how they will 

appropriately monitor this information. We therefore ask for a system to be 

put in place that ensures care providers appropriately monitor and keep health 

and social information about people in their care up-to-date.  
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3.2 Health Professionals’ Training 

Full of Life also want to highlight the fantastic staff in the Dental Health 

Services department of St Charles Hospital. The staff are brilliant when working 

with people with learning disabilities and provide kind, caring, professional 

services. They are a great example of health professionals working with adults 

with learning disabilities and their parents and carers to provide high-quality 

medical care. 

In addition, we are happy with the partnership work with Chelsea Westminster 

Hospital, St Marys Hospital, Imperial College and West London College. This 

work has led to Full of Life being able to offer work placements to trainee 

nurses, nurse associates and people studying health and social care.  

The placements help people to understand how best to work with people with 

complex learning disabilities and includes understanding different methods of 

communications, individuals plans and underpinning reasons why these plans 

are in place. It also ensures that when people return to their ‘day job’ they 

have a different perspective of what to look for if they are caring for someone 

in an acute setting. 

However, Full of Life is concerned with RBKC’s wheelchair service. Issues have 

been identified in terms of timely repairs, their access to wheelchair parts, and 

access to specialist seating. Wheelchairs allow many people with learning and 

physical disabilities to participate in society, so slow repairs have a real impact 

on these individuals, as well as their family.  

We understand that this service will soon be recommissioned. If so, these 

concerns need to be resolved in order to ensure a high-quality, people-first 

service is being provided to wheelchair users.  

 

3.3 Annual Health Checks 

Full of Life is supportive of annual health checks for people with a learning 

disability. These checks have the benefits of early identification of health 

conditions and ensures that ongoing treatment is still appropriate thereby 

keeping people healthier for longer.  
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Full of Life is thrilled to see that the number of people getting these checks in 

the England has grown exponentially from 56.3% of people with a learning 

disability in 2016-17 to 75.2% in 2020-21.13 As the NHS Long Term Plan, 

published in 2019, has an annual health check target for people aged over 14 

with a learning disability of 75%14, this is a clear example of where setting a 

clear target has resulted in real benefits for people with learning disabilities in 

our local community. 

However, Full of Life is still concerned by the wide variance in the quality of the 

annual health checks being done. Unfortunately, many GPs and nurses are not 

trained around how to provide healthcare for people with learning disabilities. 

So, while many annual health checks are done by kind, caring, professional 

GPs, when they are done badly, they are just a treated as a box ticking 

exercise, and people with learning disabilities are not seen as the individuals 

that they are. Currently, whether or not a person has a well-done health check 

depends on luck in terms of which GP the person has.  

Short appointment times, as well as doctors sometimes only seeing patients 

once a year mean that doctors sometime miss the bigger picture about the 

health of an individual. Many adults also with a learning disability have their 

own unique means of communicating, which doctors, and health professionals 

are unlikely to understand on their own. It is therefore vital that training is 

provided to GP’s.  

Effective treatment of people with a learning disability must also include 

listening to parents and carers, as parents and carers will be best placed to 

interpret how their family member is feeling, based on the wealth of 

information they have about their children, and communicate that to the 

doctor.  

Full of Life feels it would be useful for care staff to be provided with training 

about how to best understand and communicate with individuals, in order for 

more staff to feel confident being advocates for the people they care for.  

 

 
13 NHS Digital. (2021, December 9). Health and Care of People with Learning Disabilities Experimental Statistics 
2020 to 2021. https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-
with-learning-disabilities/experimental-statistics-2020-to-2021  
14NHS. (2019, December). The NHS Long Term Plan. https://www.longtermplan.nhs.uk/wp-
content/uploads/2019/08/nhs-long-term-plan-version-1.2.pdf  

https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2020-to-2021
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2020-to-2021
https://www.longtermplan.nhs.uk/wp-content/uploads/2019/08/nhs-long-term-plan-version-1.2.pdf
https://www.longtermplan.nhs.uk/wp-content/uploads/2019/08/nhs-long-term-plan-version-1.2.pdf
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3.4 Keeping Hospital Passports Up-To-Date 

Chelsea Westminster Hospital have a flagging system that highlights the needs 

to people with learning disabilities. It is vital that these are kept up-to-date and 

should be included as part of an annual review.  

Chelsea Westminster Hospital and St Mary’s Hospital also have hospital 

passports that can be completed to enable staff to understand people’s needs 

if they are attending an appointment or admitted to hospital. The completion 

of these is the responsibility of individuals/parent carers/care providers.  

Whilst this is a good way to provide information about the needs of people 

with learning disabilities, there is a risk of people forgetting to update the 

information given to the hospital. 

The reality is that hospitals and GP practices will not get to know people well 

enough to fully appreciate their needs because they will not spend enough 

time with them. It is therefore vital that they are given up-to-date information 

to enable them and the people they care for. This is therefore the joint 

responsibility of parent carers and care providers.  

Full of Life therefore believes the hospital flagging system should be part of an 

annual review process, so that along with an annual health care updates, each 

person’s hospital passport can be reviewed and updated.    
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3.5 Standards for Supported Living Staff 

Another issue that Full of Life feels is important to address is how supported 

living services are monitored, and what the process includes. Full of Life feels 

it’s important for RBKC to have its own standards that supported living services 

must meet, in addition to each service’s own standards.  

We would like to see a robust system of monitoring of supported 

living/residential care services. This should include staff training, culture of 

working and evidence of how these services ensure they people they are 

caring for lead a meaningful, happy, healthy life. A clear process for what 

happens when a service isn’t meeting expectations must also be developed.  

 

 Health Target Date 

13 Ensure that care providers appropriately monitor and 
keep up-to-date health and social care information 
about individuals in their care. 

 

14 When recommissioning the Wheelchair Service, ensure 
concerns such as a lack of timely repairs, a lack of 
wheelchair parts on hand, and access to specialist 
seating is appropriately addressed. 

 

15 Provide training to GPs around how to best understand 
and communicate with individuals, in order for more 
staff to feel confident being advocates for the people 
they care for.  

 

16 Integrate updating hospital passports into annual 
health checks to ensure health information is regularly 
reviewed and updated across all settings.  

 

17 Develop RBKC standards that supported living and 
residential care services must meet, in addition to each 
organisation’s own standards. A clear process for what 
happens when a service isn’t meeting expectations 
must also be developed. 

 

18 Ensure that links with health services are clear, 
including therapy services, GP’s and acute hospitals i.e. 
Chelsea Westminster Hospital and St Mary’s Hospital. 
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Learning & Development 

 

State of Play  

While Full of Life is pleased about the provision of learning and development 

services for children with learning disabilities, the same, unfortunately, cannot 

be said for adults with learning disabilities.  

Families within the borough continue to express concern about the transition 

people with learning disabilities make when they become adults and leave full-

time education. While children with learning disabilities are provided with 

support and structure through schooling, these support systems often 

disappear when individuals reach the ages of 18-25.  

Everybody, regardless of whether or not they have a learning disability, needs 

to have stimulating, interesting activities that they can do, based on their 

preferences and abilities. These activities not only help people to learn and 

develop new skills but keep minds active. Currently, many adults with learning 

disabilities are being let down by the borough when it comes to provision of 

quality services around learning and development.  

 

4.1 Ensuring Quality of Services Provided by Service 

Providers 

Given the importance of learning and development, it is vital that service 

providers understand how to ensure that people have a meaningful day. We 

would like to see any day/supported living services monitored to ensure their 

staff understand how they can do this.  

When commissioning services the borough should also ensure that contract 

providers have reached out to organisations such as Full of Life, Equal People 

MENCAP, and the National Autistic Society. 

This would allow the borough to ensure that services being commissioned are 

truly inclusive and allow people with learning disabilities to fully participate in 

activities in their communities. 
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4.2 College and Beyond 

Full of Life is generally pleased with the work colleges do with people with 

learning disabilities. They provide structure and help develop people’s 

individual needs. We recognise that there are some issues in terms of access to 

therapy services, but this is being addressed by Health and RBKC SEND 

department.  

However, Full of Life is concerned that when people leave college, they lose 

the structure that has helped them map and understand their day. This is 

where day providers (where appropriate) need to follow on from what’s 

worked for individuals and build on skills already learnt.  

Full of Life is, therefore, interested in RBKC monitoring day and supported 

living services to ensure their staff understand how best to provide and enable 

people with learning disabilities to access meaningful activities where they can 

continue learn and develop. 

We also call on RBKC to develop their own in-house accredited training, that 

covers all areas such as communication, understand behaviours that are 

challenging, moving and handling, etc.  

This training would not just develop a highly trained local workforce for people 

with learning disabilities but also for people caring for elderly people.  
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 Learning & Development Target Date 

19 When commissioning services, have a policy that 
contract providers must reach out to organisations 
such as Full of Life, Equal People MENCAP, and NAS to 
ensure services are truly inclusive. 

 

20 Monitor day and supported living services to ensure 
their staff understand how best to ensure that the 
people they care for have meaningful days where they 
can learn and develop. 

 

21 Develop RBKC’s own in-house accredited training for 
staff members who provide supported living services, 
covering all areas such as effective communication, 
understanding behaviours that are challenging, and 
moving and handling.  
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Role of Families 

 

State of Play 

Family members and carers play an essential role in supporting adults with 

learning disabilities in their day-to-day life. Parents know their children better 

than anyone. And by knowing how their children communicate, their likes and 

dislikes, and their children’s relevant health concerns, they play a crucial role in 

advocating for them.  

 

5.1 Involvement of Parents in Service Provision 

For the borough to best provide for people with learning disabilities, they must 

listen to parents and act based on their feedback. 

As such, Full of Life is pleased with the inclusion of family’s voices via RBKC’s 

new Health and Social Care Focus Group. It’s a good first step in ensuring that 

parent’s perspectives are front of mind when making decisions that affect 

them and their children.  

Full of Life is also pleased about the development of a care planning tool. 

While it is often tough on parents to think about the future, the coronavirus 

pandemic has brought the importance of planning for the future clearly in to 

focus. Long-term planning, both on the part of parents and on the part of the 

local authority will reduce the risk of people with learning disabilities reaching 

a crisis point in terms of health, housing, community and learning and 

development.  



28 
 

5.2 Communicating with Families and Carers 

Families need to feel confident that services are set up in a robust way to care 

for sons & daughters, both when the parents are alive and when they’ve 

passed away. One of the biggest fears families have for members of their 

family who have learning disabilities is what will happen to that family member 

when they are not there to advocate for them.  

RBKC must ensure that social care and health services, across the board, are 

set up so that families feel confident in them, and so they know that their 

family members will be well taken care of.  This will only be achieved when 

families see a strong stable monitoring and training system in place.  

It would also be useful for RBKC to hold an annual conference on Adult Social 

Care as a venue for sharing information about the annual report with families – 

particularly around what steps for change have been taken in the prior year, 

and the steps the borough is committing to in the year ahead. This would help 

in giving parents confidence that the council cares for them and their families, 

while also encouraging a level of accountability in the council.  

Full of Life’s partnership work with children’s services lead to the development 

of a “You Said, We Will” document which helped everyone map and develop 

services from health, education, and social care.  

This document helped families be part of the development of high-quality 

services across the board for children and young people. It also helped identify 

gaps or issues with services which could then be resolved. Full of Life would 

therefore like to see this system extended to Adult Learning Disability Services.  
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5.3 Supporting Family Members 

In addition to providing planning tools for parents and carers of people with 

learning disabilities, it is also important to provide services for both the mental 

and physical health of these individuals. Covid-19 has further exacerbated 

these issues. A report commissioned by Full of Life15 found 66% of our parents 

say their physical health has gotten worse since Covid-19 and 68% say their 

mental health has gotten worse. It is critical for parents to be provided with 

the correct types of support so they can stay healthy and able to look after 

those they are caring for.  

The report also found that while 59% of parents tried to access support 

services such as housing, education or health services, 40% of this group were 

not successful in accessing this support. It’s concerning that when parents 

were reaching out for help, so many were turned away when they were likely 

to be struggling most.  

Full of Life therefore requests that appropriate support and funding are 

provided to support both the mental and physical health of parents and family 

members of people with learning disabilities.  

 

5.4 Respite Services 

There is a real shortage of respite services and emergency care services for 

people with learning disabilities locally.  

In addition, the quality of the respite services also concerns Full of Life, with 

some parents currently not being willing to use respite services due to the low 

quality of some of the services offered.  

The borough must work on increasing the availability of respite and emergency 

services.  

 

 

 

 
15 Delannoy, C. (2021, October). Covid-19’s Impact on Parents.  
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 Role of Families Target Date 

22 Ensure a strong, stable monitoring system is in place, in 
order for families to have confidence in care providers. 

 

23 Use RBKC’s annual conference on Adult Social care as a 
venue for sharing information about the annual report 
with families. 

 

24 Extend the “You Said, We Will” system for mapping 
and developing services from health, education and 
social care for Children’s’ Services to Adult Learning 
Disability Services  

 

25 Provide appropriate support and funding to support 
the mental and physical health of parent carers and 
family members. 

 

26 Increase the availability of respite services and 
emergency services, and ensure the services available 
are of a high quality.  
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