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Reports recently published by

Services for people living with learning disability and autism: A review of the 
views of service users, their carers and associated professionals

https://www.healthwatchhavering.co.uk/news/2023-11-27/support-people-
living-autism-or-learning-disability

Deafness is not a barrier - It only becomes a barrier if there is a lack
of accessibility: Exploring how to improve access to care for the
Deaf community in Havering 

https://www.healthwatchhavering.co.uk/news/2023-12-14/services-people-
who-are-deaf-or-hearing-impaired-updated

Post-COVID Syndrome (Long COVID): The continuing effects in Havering
https://www.healthwatchhavering.co.uk/news/2023-11-21/post-covid-
syndrome-long-covid

https://www.healthwatchhavering.co.uk/news/2023-11-27/support-people-living-autism-or-learning-disability
https://www.healthwatchhavering.co.uk/news/2023-11-27/support-people-living-autism-or-learning-disability
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Where would you like to live?

➢ Sheltered accommodation nearer to my mother in another part of Havering. I would like to 
move to Dreywood Court in Gidea Park.

➢ In social housing to give us stability and to meet my son's needs with a property that is 
suitable

➢ Somewhere greener on the edges of Essex.

➢ When I am older, I would like to live in fully supported living that is completely accessible 
and facilities for a fully reliant wheelchair user

➢ I would eventually like to live alone in my own accommodation and try and live more 
independently. Preferably somewhere in the same borough, Havering, so I can still have 
access to my local and current support networks.

Where do you live?
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1 That consideration be given to means by which people cared for by parents (or other 
relatives) can be prepared for the changes that will be inevitable when those who care for 

them are no longer able to do so.

2 That consideration be given to setting up some form of agency able to place people with 
learning disabilities and/or autism in suitable employment.

3 That, whilst accepting that this issue is outside the remit of this report, the extent to which 
it might be possible to relax the legal framework to facilitate access to service-users’ 

money without compromising the essential safeguards be explored.

4 That the availability of clubs and safe and secure arrangements for getting to them for 
those that need such help be more widely advertised through Adult Social Care.

5 That the scope for reinstating “drop in café” facilities be explored.

LD & Autism: Professionals



6 That all staff working in health and social care environments who are likely to encounter 
service users living with learning disability or autism be required to undertake awareness 

training (and regular updating) 

7 That all GPs and practices be reminded of their obligation to offer people with learning 
disability or autism an annual health check on a face-to-face basis with the intention of 

making a positive contribution to service users’ health and wellbeing.

8 That GP practices – or PCNs on their behalf - arrange for the availability of wheelchairs or 
hoist scales for those service users who are unable to stand when undergoing their annual 

health checks.

9 That consideration be given by GPs to providing a dedicated phone contact line for use by 
people who are living with learning disability or autism and those who care for them in 

order to facilitate good communication.

10 That, recognising the difficulty they may experience in rapidly absorbing information, all 
service users living with learning disability and autism, and their carers, be given written 

information about their treatment after an appointment.
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11 That consideration be given to setting up a register of dental practices that are “learning 
disability and autism friendly.”

12 That consideration be given on a cross-agency basis for the appointment of a dedicated 
caseworker as a single point of access for service users and their carers. 

13 That improved arrangements be made at Queen’s Hospital to ensure that when patients 
living with learning disability and autism arrive, whether for planned care or A&E services, 

they are greeted appropriately and, where necessary, accorded the essential priority 
necessary to avoid causing avoidable distress or triggering challenging behaviour. 

14 That all health and social care organisations’ websites be reviewed and adjusted as 
necessary to ensure that information is available to service users living with learning 

disability or autism in terms and formats they can easily understand, with alternative means 
of communication available for their use.

15 That sensory training be made available to all schools, parents and professionals.
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16 That awareness training be made available for school pupils on learning disabilities, autism, 
ADHD, and mental health so the children understand these conditions and grow up 

supporting them and dealing with those affected with care and compassion.

17 That the avoidable barriers to people living with a learning disability or autism being able to 
enjoy freedom of movement or taking up suitable employment be addressed and, where 

possible, eradicated.

18 That opportunities for carers to become more closely involved in service development be 
identified and their participation encouraged accordingly.

19 That the Council and NHS North East London (who have the responsibility of commissioning 
all the health and community services) acknowledge that the description of Havering as 

“one of the worst boroughs in London for their lack of care or empathy, assessment, 
assistance or anything to say the least” is a wake-up call for the health and social care 

sector as a whole and take positive action to secure the improvements needed to meet the 
criticisms in this report. 
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Key Messages

The National Deaf Childrens Society identifies 222 children with permanent 
hearing loss in Havering.  The Community Connector team in Harold Hill 
led a discussion with parents of deaf children some of their concerns were
➢“More ambassadors for the Deaf community are necessary as there is a 

cultural, educational divide”.  “Parents are worried that their children will 
be part of a ’left behind culture”.

➢The Profoundly Deaf community is small in Havering: circa 1,000 people.  
However, the NHS estimates that by 2035,  1 in 5 people will have hearing 
loss. 

➢Age is the single main factor and Havering has one of the highest 
number of older people in London - are we prepared?

➢For the Deaf community, GPs and Primary Care are the most consistent 
part of an individual’s care and wellbeing, they are also the key referrer 
to other parts of health and social care network

➢Our survey demonstrates that only a few GP practices are able to 
provide a responsive telephone service and most importantly very few 
have adequate and useful websites – how can we help to create 
greater accessibility and integration across health and social care? 

Services for the deaf



The difficulties of designing a service for the Deaf 
community when there is no formal or mandatory 

register

❖It is estimated that by 2031, one in six people in London will have some 
form of hearing loss.  Havering is most likely to easily hit this estimate 
due to its ageing population.
❖For the Deaf community - unlike the Sight Loss community who have a 
registration process via a Certificate of Visual Impairment (CVI)  - there 
is no mandatory register for the Deaf community.  It is entirely voluntary 
and therefore the numbers of people living with Deafness are 
understated.
❖It is a complex task trying to plan and design services for this 
community  where there is land to estimate the level of support that is 
required
❖There is concern that members of the Deaf community might be 
‘missing out’ on a range of support and equipment.

Services for the deaf



What tools and advice are available to support the 
Deaf community and residents who have deafness to 
enable them to maximise benefits and support

❖Many patients/residents are not aware that they may be eligible for additional 
support. A link with BHRUT would help the Borough to have a more accurate 
register. It will support access to benefits and concessions entitlements and 
eligibility to Disabled Freedom Pass.

❖We reviewed  the Havering Council website. We asked our members to try and 
navigate the website as a Deaf person, a carer, a parent of Deaf person and as a 
local resident.  It was also compared with 12 Council websites across the country on 
access and information and the Havering website compared well.

❖Increasingly Councils are introducing BSL videos and APPS on their websites and 
this would be an excellent addition to the Havering website as it improves 
communication with this community.

Services for the deaf



Thinking about how we approach and design ways of 
communicating and working towards creating an 
environment that encourages and supports the Deaf 
community -1

1. Consider strengthening the role and responsibility of the 
Havering Partnership Comms and Engagement Strategy 
group.  Enabling them to review the wider determinants of 
effective communication and  accessibility for the Deaf 
community

2. Give Deaf Young People their own voice.  Could the Strategy 
Group, support the development of a  Working group which 
was Chaired and led by young people who are Deaf, working 
with school/college,  building young people’s confidence, 
providing opportunities to practice presentations, acting as 
spokespeople on behalf of their communities and 
leadership.

Services for the deaf



Thinking about how we approach and design ways of 
communicating and working towards creating an 
environment that encourages and supports the Deaf 
community - 2  

3. Start early with young children to create the opportunity of 
dual learning. Promoting co-learning enables the non-deaf 
child to become familiar with sign language and increases 
the opportunity of communication and understanding.  
CBeebies and Childline have good examples

4. The LBH website compared well with English websites. 
However, Scotland has made BSL a legal requirement from 
2015 and their websites e.g. Dundee council, are very good 
and provide an excellent guide to what can be achieved.

5. To work with BHRUT to explore if there is the possibility that 
the Audiology department at BHRUT are able, with the 
consent of the patient, to supply the Audiogram results 
directly to the Council

Services for the deaf



❖The Royal College of GPs has an excellent toolkit for GPs and we 
would encourage all GP practices to consider this approach
❖For PCN’s to consider identifying a person/ambassador to be the 
champion on behalf of GPs and Primary Care for Deaf people.  This 
person would engage and be involved with the local Deaf 
communities on  a regular basis.  Linking the Deaf community to 
Local Area Coordinators and Social Prescribers

Services for the deaf

GPs are experts in their patients and provide the first point of 

contact with the NHS for most people in Havering. People born 

with hearing loss need a lifetime of care and support, which 

should be co-ordinated and collaborative – and GPs are best 

placed to undertake this for patients - 1



❖Encourage the development of a Patient Participation Group 
(PPG) which has a focus on the Deaf, Autism and Learning 
disabilities communities. Encourage and nurture the PPG to lead the 
focus for annual health checks, developing relationships with 
interpreters etc.
❖Ensure access for Deaf people to information and services at first 
points of contact
❖Promote equal access in health settings, particularly in reception 
areas
❖Provide clear and accessible information about treatment and 
management of health
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Services for the deaf

GP websites now should be places where patients can complete 
tasks and practices can also deliver healthcare and services.

Develop a plan to assess the individual GP websites and rank them 
according to the Accessibility standards.  Consider setting as 
baseline standards as the top 8 tasks that patients search for on a 
website: 
1. Make, change or cancel an appointment
2. Get a repeat prescription
3. Get a sick note for work
4. Get test results
5. Register with/join the practice
6. Get the practice phone number
7. Find out the practice opening times
8. Find the practice address

GPs are experts in their patients and provide the first point of 

contact with the NHS for most people in Havering. People born 

with hearing loss need a lifetime of care and support, which 

should be co-ordinated and collaborative – and GPs are best 

placed to undertake this for patients - 3



To view the video, go to https://www.youtube.com/watch?v=7BnnUsCUWzo&t=0s
 

https://www.youtube.com/watch?v=7BnnUsCUWzo&t=0s




About a third (33.3% = 
8) of respondents who 
had previously 
participated reported 
an improvement in their 
condition. Just over 29% 
told us there had been 
no change; and for 38%, 
the condition had 
worsened.

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering
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We asked what other symptoms respondents had experienced. They told us, among 

many others:

➢ Depression, insomnia, anxiety, stress, fatigue, dizziness, pins and needles, feeling 

sick and loss of memory

➢ Every week, I don’t feel well. Either a cold or something else – always tired, cannot 

taste or smell properly, fatigue and aching joints

➢ Taste and smell took 18 months to return. Occasionally, I still lose my taste

➢Muscle heaviness, brain fog, short term memory loss, poor balance, incontinence

➢ Poor smell. Poor taste. Difficulty in motivation to initiate tasks. Needing extra short 

sleeps.

➢ Brain fog, tremors, internal shakes, pains in lungs, nocturnal hypoxia

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering



The term “brain fog” was mentioned many times in the responses. 
While not a recognised medical term, and varying from person to 
person, it clearly has a debilitating effect on those who feel that they 
are affected by it. It was associated with feelings of exhaustion, fatigue, 
tiredness and dizziness. Brain fog is mentioned throughout this report – 
it is clearly a significant symptom for many people living with Long 
COVID.

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering
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They told us, among many others:

➢ I have lost interest in many things and find it hard to motivate myself due to the 

fatigue

➢ Secondary to my fatigue, breathlessness and frequent headaches, I have found it 

difficult to wash/dress on occasions, work has been far more challenging, despite 

now working from home, my previous activities and hobbies have been severely 

affected and this in turn has adversely affected my mood

➢ Not been at work/ can’t do sports activities / enjoyment/can’t take kids away or 

day trips to London A few hours out slower paced and exhausted 

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering
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We asked if there was anything else they would like to tell us about their experience or the support 

they had received. Some told us:

➢ My GP has supported me as far as he can (in my opinion). The system overall has failed me, I am 

still unwell, I have no confidence in the NHS providing information on an outcome. I am just left to 

get on with it

➢ All teams have been extremely helpful

➢ It was an eye opener to share the experience of others who have gone through the different 

stages of different episodes after COVID like myself

➢ Support was great. I do realise there are people worse off. But my life has changed completely 

since I had COVID e.g. loss of hearing in my right ear. I could hardly cope on a daily basis but had to 

work to make a living, change jobs in fear of getting COVID-19 again. My doctor referred me to the 

hospital, yet they didn't care. I have to keep moving forward.

➢ I feel like I have been left to deal with it on my own now after being discharged. My doctors 

haven’t asked me how I’m doing. I’ve had to emails, texts or calls from the long covid team. Feels 

like they have said there’s nothing we can do bye now

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering
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The replies also suggest that there is some confusion among health care professionals about 

what is Long COVID and how to identify it: comments such as:

• “I’ve not had support”

• “Difficult to get a diagnosis”

• “I feel quite let down”

• “Have lost confidence in my GP”

• “My doctor said it’s too hard to diagnose”

• ”My GP stated that long Covid support clinics mainly deal with breathlessness and not brain 

fog” 

• It was the nurse in my GP practice who referred me to the health and well-being coach. My 
GP has offered no support or advice…” and

• “All I need is a proper diagnosis so my GP can move forward and support me more”

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering



By contrast, we also received comments such as:

• “If my GP had not referred me to support, I would never have known about the help 

available”

• “My GP has been very supportive” and

• “One source of positivity has been Long COVID Kids charity”

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering



In conclusion, it is evident that there is still an ongoing lack of awareness about Long 
COVID – how to diagnosis it and the support that residents can access. Continued 
training for healthcare professionals about the already established local clinical 
pathway would be beneficial.

Development of a clear non-clinical pathway may also ensure that residents can 
readily access support for symptoms such as fatigue, anxiety and brain fog. This may 
be through community groups or networks where they can share their experiences 
with others having similar experiences, rebuilding their confidence through mutual 
support and understanding. The worst feeling is to believe that one is alone in 
experiencing debilitation – knowing that others are “in the same boat” is often a 
source of comfort and strength for many people.

Post-COVID Syndrome (Long COVID)
The continuing effects in Havering
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