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1. Introduction 

This report sets out the findings from a pilot project which aimed to identify 
and explore overcoming potential workforce barriers that may be impacting 
on the uptake of the learning disability health checks scheme (LDHC) in the 
South. The Intellectual Disabilities Programme, working across the South East, 
asked us to undertake this work. The project was funded by what was the 
South Region of Health Education England (HEE), now South East and South 
West, as well as the national Learning Disability and Autism Programme on 
behalf of the London region. It was also supported by Public Health England 
South East. 

 

2. Background 

People with learning disabilities die at a younger age than people in the 
general population. The Learning Disabilities Mortality Review: 
www.bristol.ac.uk/sps/leder/ found that in 2018 women with learning 
disabilities died on average 27 years younger than their non-disabled peers, 
and men with learning disabilities died on average 22 years younger. One 
reason that people with learning disabilities die untimely deaths is a failure to 
identify and act on health needs. 
 
People with a learning disability often have poorer health than other people; 
they do not always know when they are ill or need to see a doctor, and they 
may not be able to tell people that they feel unwell or different in a way that 
is understood by others. Annual health checks were introduced for people 
with learning disabilities aged 18 and over in 2008/9 to address these issues, 
as research showed that health checks identified unmet health needs and led 
to actions to address these needs. In 2014, the health check scheme was 
extended to young people with learning disabilities aged 14-18. It is 
disappointing that in 2018/19 only just over half of people with learning 

http://www.bristol.ac.uk/sps/leder/
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disabilities who are eligible for a health check received one. 
 
Why did we focus on the workforce? 
There have been several policy initiatives aimed at increasing the uptake of 
health checks; for example, health checks were built into The Service Model 
and Implementation Plan in 2015: www.england.nhs.uk/wp-
content/uploads/2015/10/ld-nat-imp-plan-oct15.pdf. The current Long-Term 
Plan: www.longtermplan.nhs.uk/ states that NHS England and NHS 
Improvement will improve the uptake of the existing annual health check in 
primary care for people aged over 14 years with a learning disability, ensuring 
that at least 75% of those eligible will have a health check each year. There 
are now many exemplar sites across the country whose remit includes 
increasing the number of health checks: 
www.england.nhs.uk/publication/annual-health-check-exemplars/. Despite 
the large variety of resources produced to support the implementation of 
health checks, unfortunately we found that many people were not aware of 
their existence. Furthermore, there has not been any detailed investigation 
into the workforce barriers to implementing health checks - the workforce is 
of course crucial.  
 
Due to health checks requiring a number of different people to make them a 
success, the project used a broad definition of ‘workforce’ including: 
 

• Primary Care staff - such as GPs, practice nurses and receptionists 
• Community Health Care specialists and non-specialist staff - in terms of 

their work with people with learning disabilities 
• Social Care staff - particularly those who support people in their homes 

or housing related services, whether employed by statutory, private or 
voluntary sector employers, self-employed or directly employed by 
individuals and families 

• Families and carers of people with learning disabilities, and the people 
with learning disabilities themselves, as a key part of the wider 
‘workforce’ 

 

http://www.england.nhs.uk/wp-content/uploads/2015/10/ld-nat-imp-plan-oct15.pdf
http://www.england.nhs.uk/wp-content/uploads/2015/10/ld-nat-imp-plan-oct15.pdf
http://www.longtermplan.nhs.uk/
http://www.england.nhs.uk/publication/annual-health-check-exemplars/
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The core aim of this pilot was to improve the uptake and quality of annual 
health checks for people with learning disabilities across the South Region, 
thus reducing the risk of people failing to receive the health care they need.  
 
 Our primary questions were: 

• What are the awareness levels of the learning disabilities annual health 
check across the wider health and social care workforce and how does 
this and/or other factors impact the uptake of health checks? 

• What workforce intervention/s successfully increase the level of uptake 
and the quality of the annual health check? 
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3. The Organisations Involved in the project 

This project was a collaboration between four partners: The National 
Development Team for Inclusion, Skills for Care, The Voluntary Organisations 
Disability Group and Learning Disability England. Working collaboratively 
enabled us to pool together a wide range of skills and experience, as well as 
reaching a very wide range of networks across all key stakeholders. Details of 
the four organisations are below: 
 

The National Development Team for Inclusion (NDTi www.ndti.org.uk) is a 
social change organisation, concerned with promoting inclusion and equality 
for people who are at risk of exclusion - often because of multiple 
disadvantage – and those who need support to lead full lives. 
 
NDTi’s work includes a significant programme around people with learning 
disabilities. The NDTi promotes good lives for all people in their communities 
by supporting change-makers, resetting expectations, tackling problems, 
finding out “what works” and what does not, and sharing/celebrating what is 
possible. This includes: Addressing gaps in knowledge and understanding, 
policy influencing, practice development, change management support, and 
evaluations. 
 
Skills for Care (www.skillsforcare.org.uk) is the employer-led workforce 
development body for adult social care in England, helping to create a better-
led, more skilled, and higher valued workforce. They work with employers and 
stakeholders across England, helping to ensure the social care workforce has 
the resources and knowledge it needs to deliver high quality, person-centred 
care, and to support to those needing it. Skills and knowledge development is 
central to their approach, supporting everyone to be accountable for their 
practice, and to ensure they work across systems with citizens. Skills for Care 

http://www.ndti.org.uk/
http://www.skillsforcare.org.uk/


Improving the uptake of Learning Disability Annual Health Checks | October 2021 8 

play a lead role in defining and setting core skills and knowledge 
requirements across the sector. 
 
The Voluntary Organisation Disability Group (VODG www.vodg.org.uk) 
represents over 100 organisations within the voluntary sector - whose work is 
focused on enabling disabled people of all ages to live their lives as they 
choose. VODG believes that an ambitious, reliable, and vibrant voluntary 
sector that works together is critical to achieving this aim. 
VODG’s mission is focused on two key areas – enabling its members to be the 
best they can be and improving the environment in which its members 
operate. VODG believes that policymaking should centre around the views of 
disabled people and be influenced by professional expertise. They have an 
active and engaged membership that has made tackling health inequalities 
one of its key priorities. 
 

Learning Disability England (LDE www.learningdisabilityengland.org.uk) are a 
not-for-profit membership organisation which brings together people with 
learning disabilities, families, professionals, and organisations. Membership is 
open to any person, organisation or group that supports LDE’s aims and 
wants to be part of making them happen. The aims are: 

 
• What is important to people with Learning Disabilities is heard and 

understood 
• There is a change in behaviour in service design and delivery that builds 

on rights 
• Demonstrate coproduction and real collaborative working making a 

difference 
• Live our values and model the change we want 

LDE tries to build trust through supporting strong networks and sharing 
power and influence through all parts of the organisation. They help other 
people and organisations change how they work by being open and honest 
about how LDE works, the problems, and the successes so that others can see 
what is possible or can ask LDE what they are learning. 

http://www.vodg.org.uk/
http://www.learningdisabilityengland.org.uk/
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How we worked together 

It is not always easy to work with other organisations on a project; people 
have diverse ways of doing things, and sometimes have different priorities. 
However, partnership working on this project worked well, and we spent some 
time reflecting on why this was. It certainly helped that we had worked with 
each other before, we knew both individuals and organisations, and we knew 
and shared the values of each organisation. Due to these factors a result, 
there was a high degree of trust between us.  
 
Between us, we could reach out to a very wide variety of networks, were able 
to contribute different skills and knowledge to the project, and highly valued 
each other’s input. 
 
The project was well defined, and we knew what our respective roles were, 
until Covid 19 hit us, and we had to rethink the project. Although this was an 
unseen difficulty, once organisations had started to see what their work and 
capacity was like, we were able to collectively come up with a new plan when 
we gathered a month or so into lockdown. What helped at this point was 
someone clearly leading and providing a sense of direction, based on the aims 
of the work. Each partner was able to share what they could contribute to the 
next steps, which was about developing some interventions to raise 
awareness of health checks. Each party was able to play to their strengths, 
capacity and skills, including things which developed learning in new ways 
about working within a Covid world. 
 
In the next sections, we describe the two parts to the project: The scoping 
phase, and then the intervention phase. Covid-19 came right in the middle of 
these two phases, so the interventions were not only developed based on 
scoping, but based on needing to operate differently, considering new ways of 
working and exploring the impacts of social distancing - not just on the 
project delivery, but on the delivery of Annual health checks.  
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4. Assessment and analysis – our journey 

Phase one - Scoping the needs of the wider workforce  

We took a phased approach to the delivery of this project. The first phase was 
the scoping phase. This involved a survey and face-to-face consultations to 
determine levels of awareness about health checks across the workforce (as 
defined above). Specifically, we wanted to know: 

• The awareness levels of different groups of the workforce about annual 
health checks - the existence of them, the purpose, and the benefits 

• For those who are having health checks, the support they were getting 
which enabled this to happen 

• The factors across the workforce that hinder people having or 
considering annual health checks 

• The information and support needed by different groups to help 
improve regular health check uptake 

We also used available data on the uptake of health checks across the NHS 
South region to identify the levels of uptake in different local authority areas. 

It should be noted that although the focus of the research was the South 
West, South East and London, the survey was conducted across England - we 
felt it would be useful to capture the feedback nationally, and then filter the 
sample to analyse the findings for sub-areas. The initial analysis found that 
there was very little difference between the responses from those in the South 
compared to the whole of England. We disseminated the survey using the 
networks and communication systems of each partner involved in the project. 
635 people in total responded to the survey, from across health and social 
care. 

Focus groups were held with the following people to discuss health checks in 
more depth: 

• 11 Health professionals/CCG commissioners/academics  
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• 10 Self advocates 
• 11 Family members 
• 24 Staff members/managers from social care  

 
There was also a Facebook discussion with over 20 parents of children under 
18. 
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5. What we learned from the scoping activity 

The survey and the focus groups aimed to identify the awareness levels of 
health checks, the support people were getting, the factors which hindered 
health checks, and the information/support needed to improve regular health 
check uptake. 

Regarding the awareness of health checks, both the survey and the focus 
groups indicated that awareness was quite good, despite variability in some 
focus groups, although we were probably reaching people who had some 
interest in the topic anyway. There was some confusion over terminology, and 
people were not clear about how to get a health check. There was concern 
that some people with mild or borderline learning disabilities were slipping 
through the gaps in some services. For the 14-18 year old age group, 
awareness levels were much less clear. Most respondents to the survey were 
in relation to the 19-50 year old age group, and it was clear from the focus 
groups that services set up to support health checks were generally not 
reaching younger people - this included identification of young people with 
learning disabilities. The survey indicated that awareness did seem to 
translate well into going for a health check. 

Support to attend a health check fell into a few categories. Getting to a 
health check was a challenge for some, particularly in rural areas where 
public transport networks were poor or where support staff were 
unable/unwilling to take on new people. It was noted that general health 
issues were not considered when commissioning packages of care, and even 
registering someone with a GP may get missed out for people who have low 
levels of support. Phoning the doctor was also difficult, GP capacity was an 
issue, and the timing of appointments could be problematic for people 
attending day services, or for those who had routines that were difficult to 
interrupt. This was a big issue for young people at school, and for this group it 
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was reported that GPs were reluctant to conduct health checks, despite this 
being raised with the local CCG. 

Factors which hindered the uptake of health checks included fear (sometimes 
due to previous bad experiences of health services), and lack of 
understanding about what a health check entailed, or why it was needed in 
the first place.  Poor experiences of health checks in the past hindered 
uptake, and people who regularly saw the GP may feel they didn’t need a 
health check anyway. Some people needed a lot of reasonable adjustments, 
and it was not clear that these were always put in place. There was confusion 
about the Health Check Action Plan, and whether people had had one or not. 

Regarding the improvement of uptake, there were many requests for 
information about health checks in the survey and focus group responses - it 
was clear that many people were unaware of the wealth of information 
already available, in a range of formats, and aimed at different audiences. 
Information is also available on the content of health checks, which is another 
thing people were unsure of. Raising awareness about this information and 
making it easy to find seemed an important first step.  

Some providers had previously implemented strategies to monitor the uptake 
of health checks, as well as other support, which was helpful not just in 
monitoring uptake, but in keeping health checks on the agenda - it would be 
helpful to share these more widely via provider forums. Support staff may lack 
confidence, so training and management support were important. There are a 
number of resources that have been developed aimed at social care 
providers, including slide sets which can be used in training. It was also clear 
that families valued the role of providers in facilitating health checks. 

A few reasonable adjustments were mentioned as being helpful, as well as 
some examples of good practice, but it was not always clear that people 
knew what they could ask for. The Reasonable Adjustment Flag is a national 
record which indicates that reasonable adjustments are required for an 
individual, and optionally includes details of their significant impairments and 
key adjustments that should be considered - 
https://digital.nhs.uk/services/reasonable-adjustment-flag. It is currently 
being rolled out across the country and has the potential to alert all health 
staff to the specific reasonable adjustments people need.  

https://digital.nhs.uk/services/reasonable-adjustment-flag
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The attitude of primary care staff, including receptionists, was important - for 
example: Having a caring and sensitive attitude, attentive listening, and 
explaining things to people with learning disabilities and their supporters. 
Although primary care staff should have training related to carrying out the 
health check, it was clearly not reaching all staff. Staff turnover and 
reluctance on the part of some staff may be contributory factors. 

Providing support for primary care staff, usually via Primary Care Liaison 
Nurses/Health Facilitators, was important. Having an overall strategy with 
commissioners (including primary care commissioners), and ideally providers, 
self-advocates, and families, made a significant difference. There are different 
models for doing this - see our case study documents for some examples: 
www.ndti.org.uk/resources/health-check-resources-guides  

Clarity regarding Health Check Action Plans would help, so that people were 
clear about the outcomes of the health check. The Health Check Action Plans 
generated by GP systems are not in Easy-Read format. They need to be 
explained to the individual and to their supporter by the doctor, and then put 
into a format the individual understands by the support provider or family. 

Regarding young people and their families, although there were some 
excellent resources developed by Contact and sent out via the National 
Network of Parent Carer Forums, much more needed to be done. There 
seemed to be a lack of awareness about young people’s rights to a health 
check, and systems were not set up to support this group. Taking health 
checks into settings young people are familiar with, such as schools, could be 
one answer - this would not disrupt people’s routines too much and could be 
helpful to parents, although it would not help young people become familiar 
with primary care settings. 

Through the scoping activities, we were able to identify four priority areas for 
the workforce in which we could focus our energies on raising awareness and 
learning. For each group, the messages requested or needed were also clear. 

These groups were: 

• Families, supporters (including education and health) and young people 
themselves from the ages of 14 and up 

• Commissioners and GPs in areas thinking about local strategies for 
AHCs 

http://www.ndti.org.uk/resources/health-check-resources-guides
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• People with learning disabilities and families (adults) 
• Social care providers, staff and managers supporting people in 

supported living etc. 

In the next section we set out the different resources and practical support we 
offered to these different groups.  
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6. Phase two: Developing interventions to raise 

awareness of AHCs and pulling together resources 

As described above, the second part of the project was to be developing an 
intervention, working with sites to pilot and evaluate the intervention, and 
subsequently drafting a report on our findings. Although we started to 
develop an intervention and identify sites, the pandemic interrupted our 
plans. Not only were we unable to meet on a face-to-face basis with people 
from the sites, but the priority for services was managing the pandemic. There 
was confusion at the beginning as to whether health checks would cease 
altogether. 

We had always planned to develop a range of resources for use by the pilot 
sites, and we agreed to go ahead with this anyway, as we could share them 
via the website, our networks, and social media. 

Compendium of health check resources 

It was clear that people did not know about the resources already available, 
and so we pulled all the nationally developed resources we were aware of, 
and some locally developed resources into one document. The document was 
split into four sections as follows: 

• Resources for people with learning disabilities and families 
• Resources for young people with learning disabilities and families 
• Resources for social care providers 
• Resources for commissioners, GPs and specialist health professionals 

Some resources appeared in more than one category. To help people choose 
which ones might be most suitable, we added a brief description of each 
resource, where it is from, and what it covers. We made it clear that this was 
not a comprehensive list, as it would not have been possible or practicable to 
include all local resources. We suggested it was worth checking local websites 
as well, particularly as some websites provide information specific to the area. 
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The document can be found here: 
www.ndti.org.uk/assets/files/Health_Check_Resources_Final_March_2020.pdf  

Health check guides 

We initially wrote four short guides about Annual Health Checks aimed at: 

• Young people, families, and supporters 
• Self-advocates 
• Families, supporters, and social care providers 
• Commissioners, GPs, and specialist health professionals 

The guides all follow the same format with a section on: What we know about 
annual health checks, what the target audience needs to know, some 
questions for the target audience to prompt discussion about what was 
already available locally, what needs to be put in place, and a link to the 
resources. 

As the situation developed and local areas began to find new ways of 
delivering health checks, despite the COVID 19 restrictions. We wrote a 
further guide on health checks and the Coronavirus, setting out what the 
national guidance said about implementing health checks, some practical 
things to consider, resources from three sites who had websites, and who had 
agreed to share their information. We also wrote two case studies of areas 
who were working hard to improve uptake of health checks. All the guides 
and case studies can be found here: www.ndti.org.uk/resources/health-check-
resources-guides  

Data Dashboards 

During the first phase, we studied the data on AHC uptake from the relevant 
regions in London and The South. A data analyst worked with the NDTi team, 
and a dashboard was developed, which pulled together multiple sources of 
data about AHC uptake, at a regional, CCG, and practice level. The data 
spanned over four years, from 2015 onwards. The data enabled our local 
work to be informed by clear local data on aspects such as: Local rates of 
uptake of AHCs (out of those registered) for below and above age 18, the 
number of participating practices (those who offer AHCs), and people 
registered with practices that offer AHCs. The dashboards, which will be live 
on the website with other resources once last year’s data has been added, 

http://www.ndti.org.uk/assets/files/Health_Check_Resources_Final_March_2020.pdf
http://www.ndti.org.uk/resources/health-check-resources-guides
http://www.ndti.org.uk/resources/health-check-resources-guides
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allows local areas to benchmark both within their region and within England 
as a whole.  

Interventions to raise awareness of AHCs 

Although it didn’t take the shape we had originally planned, and our input 
needed to be very responsive to the needs of the different groups we worked 
with, the team offered a range of support to different groups. 

Online support to CCGs to help with their plans 

Reflecting on the available data across the south and building on contacts 
who we knew had an interest in increasing AHCs in their areas, we initially 
sought to offer support to Wiltshire and Kent.  

In Wiltshire, we presented findings and evidence from the scoping phase of 
the project to key managers at Bath and North East Somerset, Swindon, and 
Wiltshire CCG’s sub-group - working on rebalancing services to meet the 
needs of those with learning disability and autism. These were favourably 
received and follow-up work is now in progress to raise awareness among 
practitioners of the resources available to support health checks and their 
uptake further. 

Further to the work in these two areas, we were approached by people 
working in SE London CCG and Wandsworth, who were keen to improve AHC 
uptake in their areas. We offered support to local teams during web-based 
meetings, sharing their local data dashboards, and ensuring that they had 
access to the resources and materials to support AHC leads with their local 
activity.  

Open webinars for all audiences 

Between July and November, the partners hosted a series of webinars. The 
first was hosted by Learning Disability England in partnership with Skills for 
Care. The open access webinar shared the survey results and outcomes of all 
the scoping activity, highlighting what works and the emerging examples of 
practice on Health Checks during Covid. More than 600 people joined the 
session, including people with learning disabilities, family members, GPs and 
academics - the majority were nurses or social care managers. 
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Based on the feedback from the 1st session, the partners ran a further six 
online sessions, aimed at different sections of the workforce. They were 
designed to support them to understand the factors that support health 
checks being successful, along with good practice examples that could help 
them in their role. 

Learning Disability England hosted a second open webinar in October called 
Health Checks – making them work! This practice-based session included 
contributions from people who had worked with the project as well as some 
additional examples of positive approaches we had found through scoping.  

Self-advocates presented their work as:  

• Health peer educators in Suffolk - raising awareness and confidence 
with other people with learning disabilities 

• Trainers working with young people to help them understand health 
checks and action plans, as well primary and secondary healthcare 
services in London 

A commissioner gave an overview of their role in supporting Annual Health 
checks and a family member shared work from the North West on 
collaborative approaches to health checks. especially in clarifying decision 
making and the Mental Capacity Act. 

Working with social care providers 

There were a range of learning needs that the social care workforce had 
raised during the scoping phase. After the early webinars, sharing our findings 
had attracted much interest, with further questions raised about what people 
could do practically, so we developed and ran a webinar covering the 
following content aimed at the social care workforce: 

• How to help people register and then prepare for an AHC 
• How to support them with identifying and getting Reasonable 

Adjustments 
• Supporting someone on the day - considering capacity, decision making 

and ensuring they are fully involved in the process 
• Ensuing that actions and follow-ups are supported and built into day-

to-day support as needed 
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This webinar was aimed at a London and South East audience, hosted by 
Skills for Care’s regional team. It attracted over 330 attendees, including 
participants from outside the area, and roles beyond the social care 
workforce.  

Feedback from this webinar was extremely positive, leading us to offer to run 
more of the same to support the NHSE/I’s AHC and winter flu campaign.  

Most recently, we have delivered linked webinars, raising awareness and 
gaining feedback on a number of the resources identified in the project 
scoping phase, including those relevant to people with complex 
communication needs. 

Developing learning for schools with trainers with lived experience  

One of the things we wanted to do was to think about how to raise 
awareness amongst young people and their families about their right to an 
Annual Health Check, from the age of 14. We worked with some people from 
Treat me Right! at Certitude: www.certitude.london/what-we-do/treat-me-
right/ to design a short training session that they could use in a ‘train the 
trainers’ model, so young people with learning disabilities can train their 
peers. The session covers: 

• What an Annual Health Check is 
• Why should you have one 
• What happens during an Annual Health Check 
• Your Health Action Plan and staying healthy  

The session is intended to be used with young people in Year 9 so that it 
coincides with Year 9 Education, and the Health and Care Plan (EHCP) review 
– the ideal time to make sure that a young person is registered with their GP. 
With the training session, there are suggestions for schools on how to link the 
training to the school curriculum (e.g., looking at healthy eating and 
incorporating a Health Action Plan into the EHCP process).  

 

  

http://www.certitude.london/what-we-do/treat-me-right/
http://www.certitude.london/what-we-do/treat-me-right/
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7. Lessons learnt, limitations and conclusions 

This project took place during a turbulent year for the health and social care 
workforce. Recent reports on death by Covid-19 highlighted the need for a 
continued focus on ensuring that people with learning disabilities get 
preventative and reasonably adjusted support for their health.  

It is important to reflect on the lessons learned during this time: 

1. The workforce surrounding people with learning disabilities is a complex 
one. The survey was more difficult than first envisaged. We had planned 
on doing one survey to cover all stakeholders for ease of analysis, but 
quickly realised that if we did this, the questions would not make sense to 
some groups. Stakeholders had very different issues that we needed 
information about, and we eventually ended up with five surveys. 
 

2. Good practice is patchy, but it is there to be learned from. We did not find 
any one region that was universally good at ensuring all people had health 
checks. Mostly, there was good practice within an area, such as excellent 
examples of Easy-Read information, a GP lead that was working well with 
others in the area, or a self-advocacy organisation who had produced 
excellent materials to help people learn about annual health checks. We 
tried to bring together what is good from a large variety places and 
gathered these together in the summaries we produced. 
 

3. There are enough resources - what is needed is ensuring the right people 
have access to the right ones. The original aim of this work was to produce 
resources. However, we found a vast array of resources for different 
people, roles, and localities that were good. We tried to pull these together 
into one place so that others can access what is there already, instead of 
putting time and money into developing more of the same. 
 

4. People across the workforce and those with learning disabilities have 
adapted to new ways of working in astonishing ways, but we must not 
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lose the value of face-to-face contact. Covid-19 and social distancing 
have triggered a huge move towards communicating with people online. 
Many people with learning disabilities and families have learned new skills 
and digital inclusion has improved for many. Some people have preferred 
to connect with health professionals or education from the comfort of their 
own homes. Despite these movements, there are still more people who 
have not managed to get online or have not wanted to. We have increased 
the number of ways that we can reach people and taking a personalised 
approach will be key moving forward - enabling people to use the methods 
of connecting and communicating that work best for them.  

Conclusions 

Annual Health Checks are still a key asset in helping to prevent the untimely 
deaths of people with learning disabilities. The checks detect undiagnosed 
health conditions and have the potential to prevent complications from 
conditions such as diabetes, help individuals build relationships with their GP 
or primary care team, and get the screening they are entitled to. However, 
there are still many barriers to people taking up their rights to a health check, 
these need to be addressed in each locality by drawing together and co-
producing local action plans.  

There is a huge willingness amongst those who are aware of Health Checks, 
to help people get their annual health check - knowing that increasing 
awareness does lead to increased uptake is a hugely positive finding.  

Recommendations 

There are some general recommendations for all stakeholders, followed by 
some specific recommendations for each of the groups. The following 
recommendations have been developed following our scoping work and work 
with the sites: 

General recommendations for all stakeholders 

• Have a plan or strategy to increase the uptake of health checks, that uses 
local data on health checks, and includes all stakeholders (people with 
learning disabilities, families, social care providers and health 
professionals) 
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• Ensure that staff, families, and people with learning disabilities are aware 
of the information that is already available, on all aspects of health checks 

• Ensure that supporters of people are flagging with the GP that people 
should be on the learning disability register from 14 and up 

Recommendations for NHSE/I 

Building on the work already done to raise awareness of health checks: 

• Ensure that data on health checks is available in an accessible format, and 
in a timely fashion, so that local areas can use this to plan for their 
interventions 

• Ensure that the definition of the term ‘learning disability as adults’ and the 
different definitions in Education and Paediatrics, are not a barrier to 
people getting onto the local learning disability register 

Recommendations for NHSE/I and HEE 

• Ensure that the current and future workforce are trained to understand 
their responsibilities in providing and promoting health checks to people 
with learnng disabilities 

Recommendations for social care providers 

• Develop an internal plan for improving access to health checks and for 
monitoring uptake 

• Put health checks on the agenda at staff meetings and during 1-1 
• Make sure that people you support go for a health check, and they have 

someone with them (if they want this) that they know and trust. 
• Find out what is happening locally and ask to be involved, to make primary 

care and health checks more accessible 

Recommendations for health professionals/GPs/Commissioners 

• Ensure the reasons for providing health checks to people with learning 
disabilities are well understood, and health checks are ‘owned’ by 
mainstream primary care services as well as learning disability services 

• Enable health professionals such as primary care liaison nurses and health 
facilitators work in partnership with GPs, supporting them to deliver 
annual health checks and ensure appropriate reasonable adjustments are 
in place 
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• Reasonable adjustments and additional support can be particularly 
important for people who have had a bad experience of health services. 
Reasonable adjustments may include seeing people in a different setting 
and/or having different health professionals involved 

• Have a plan to follow up on Did not Attends (DNAs), and work with GP 
practices to alter their practice depending on the reasons for the DNAs 

• Provide a mix of formal training and informal support tailored to the needs 
of the practice 

• Consider who primary care liaison nurses/health facilitators are 
accountable to, and ensure they can easily access primary care meetings 
to raise the profile of AHCs 

• Audit the quality of health checks and consider how to gather and share 
any information on the impact/effectiveness of AHCs 

• Ensure there are information sharing protocols so that it is easy for 
primary care liaison nurses/health facilitators to update the register 

• Keep stakeholders (people with learning disabilities, families, social care 
providers and health professionals) are informed of the data on health 
checks - including health checks for young people 

• Ensure that people with learning disabilities in Assessment and Treatment 
Units get AHCs 

• Ensure that families and support staff know where to get help and 
information (if they need it - for example, their local primary care liaison 
nurse/health facilitator 

 
Recommendations relating to young people, their families and supporters 

• Work with Contact and the National Network of Parent Carer Forums, who 
have produced information about Annual Health Checks for families to 
support local roll-out 

• Ensure GP practices know about their responsibilities, connecting with 
people with learning disabilities and their families 

• Work with children’s services to ensure that the AHC is linked to the 
Education, Health and Care Plan. 

• Ensure young people and their families know who to talk to if they need 
help with getting an AHC 
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Appendices 

Appendix 1: The following section summarises the findings of our scoping phase, 
from the survey and focus groups.  

For people and families: 

• The main barrier to getting a health check was fear, not knowing what a 
health check was or why they should go, and being unable to get to the GP 

• For those who were aware, some did not think they needed it, and others 
found it hard to get an appointment 

• Of those aware of health check, 90% had one, and 79% went every year, and 
therefore, awareness did translate into having a health check once the other 
barriers were overcome 

• There was lack of clarity over whether people got Health Check Action Plans 
or whether reasonable adjustments were made 

• Things that could help people attend for a health check included support and 
encouragement from others to attend, and seeing the importance of them 

For health and Social Care Staff (providers): 

• 91% of those who took part were aware of AHCs, although there may have 
been some responder bias 

• Most respondents said they relied on internal records about individuals to 
make sure people they support had health checks 

• Barriers mentioned included not knowing how to book a health check, and 
fear about going for one 

• Things that could make it easier for people to attend health checks included 
conducting them in a place which was more convenient for the person, and 
better information 

For GPs and their staff: 

• There were concerns that those who attended for health checks were already 
well known by GPs, and that those who GPs do not see are the ones most in 
need of a health check 

• There were concerns about the lack of resources and training available 
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• GPs generally thought that health checks were beneficial, and a number of 
reasonable adjustments made to improve access were mentioned 

For commissioners and others:  

• Most respondents were either not very confident or not at all confident that 
people with learning disabilities were getting a good annual health check 

Summary of findings from the face-to-face meetings 

Awareness of Annual Health Checks: 

• There was variable awareness of annual health checks amongst people with 
learning disabilities and their families 

• There was some confusion amongst families over terminology, for example 
‘Were Annual Health Checks and Learning Disability Annual Health Checks the 
same thing?’ 

• Some support providers referred to in-house support regarding awareness of 
health checks, including an in-house questionnaire, and in-house analysis of 
take up of health checks 

• There was a reference to a lack of awareness about health checks, particularly 
relating to staff in supported living settings 

• There was some lack of awareness over the respective roles of families and 
support providers regarding who was responsible for ensuring the check took 
place 

• It was reported that people rarely got letters, and letters were not always in 
an Easy-Read format 

• For 14-18 year olds - some families were unaware that people could get a 
health check from the age of 14 

• Generally, there was a lack of awareness about the information that is already 
available on annual health checks, with a number of people asking for 
information on what a health check is and what is involved 

Identifying people who are entitled to an Annual Health Check: 

• The annual validation of GP register was important, not just for identification 
of people with learning disabilities, but also because it helped PCLNs maintain 
an ongoing relationship with the GP 

• PCLNs and community teams are generally not commissioned to work with 
young people under the age of 18, so are mostly unable to identify or work 
with this group 

Access to an Annual Health Check: 
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• In rural areas, poor transport networks and lack of choice (if the local GP did 
not offer annual health checks) could make access difficult 

• Phoning to make an appointment could take a long time and phone systems 
with number options were not accessible 

• GP capacity was an issue and GPs had many competing priorities  
• Some providers said they did not have the time to take on people or did not 

drive - individual choice was sited, but it was not clear what information the 
individual had been given 

• The timing of the health check appointment can be a problem if people go to 
day services 

• For people who only have a few hours support, there is often an assumption 
that other people/services are doing things, when in fact they are not - it was 
noted that general health was often not considered when commissioning 
packages of care 

• Parents of young people reported that there was some GP resistance to doing 
AHCs, and even thought this had been raised with the local CCG, the 
resistance was still present 

Preparation for an Annual Health Check: 

• Compliance and mental capacity could be issues, furthermore, the process of 
“best interests” decision-making to access health checks and follow up 
investigations could be slow 

• In general, people felt they did not have information available, including 
information in Easy-Read format, about all aspects of a health check – it has 
been shown that lack of information increases fear and hinders uptake 

• Reasonable adjustments such as time to familiarise people with the setting 
and staff, and desensitisation were helpful 

• Working with the administration side of the GP surgery was especially 
important as they are in control of the invitations and how they are sent out 

• If people have had negative experiences of health services in the past, it can 
prove to be a significant barrier 

During an Annual Health Check: 

• Having a pleasant experience, as far as possible, when attending a health 
check was important - this meant putting appropriate reasonable adjustments 
in place 

• GPs were not always involved in the health check - in one area the health care 
assistant did the check, or most of it, and then the person had 10 minutes 
with the GP at the end. One area also described a health check done by 
phone. 
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• There were several detailed training and support initiatives for GPs and 
primary care staff (see case studies for details) 

• Having good support at the health check was important - families said that 
they appreciated support staff being proactive in raising issues or concerns  

• Support staff needed training so they could be confident to support and 
challenge health professionals if needed 

• There was some confusion over what a good health check looked like  
• There were variable experiences of reasonable adjustments being put in place, 

and people were not clear what they could ask for in terms of adjustments 
• Lack of information about what happens during a health check was frequently 

referenced 

After an Annual Health Check: 

• Health Check Action Plans (HCAP) were often not given out or not recognised 
-the GP recording systems generate a HCAP but this is not in Easy-Read 
format, so it would need to be discussed with the person and their supporter 

• There was some confusion about who would take responsibility for any 
onward referrals, such as screening, or for the dentist 

• There were a few good examples of people being referred to mainstream 
services (e.g. weightwatchers) 

Role of support providers: 

• It was important that support providers had training on health checks that 
gave them sufficient confidence to advocate for the person with learning 
disabilities, when talking to health professionals 

• Support workers did not always feel heard or respected by health 
professionals, and managers had a role to intervene and advocate where 
necessary 

• Families valued the role of support providers with regard to taking the 
initiative on health checks, and acting as conduit for information between the 
GP, the person and the family 

• Some providers had helpful systems in place to monitor the uptake of health 
checks 

• Partnership working between support providers, specialist health staff, and 
primary care was important. 

Role of specialist health professionals and primary care staff: 

• Primary Care Liaison Nurses (PCLN) or Health Facilitators made a big 
difference to the implementation of health checks 



Improving the uptake of Learning Disability Annual Health Checks | October 2021 29 

• There were different models of service provision, but partnership working with 
primary care, commissioners, support providers, experts by experience, and 
families was important 

• Partnership working on an individual level was also important 
• For young people, doing health checks through schools (particularly special 

schools) could be a quick win 

Appendix 2 – Abbreviation list 

AHC - Annual Health Check 

CCG – Clinical Commissioning Group 

DNA – Did not attend 

EHCP – Education, Health and Care Plan 

GP – General Practitioner 

HCAP - Health Check Action Plan 

HEE – Health Education England 

LDE – Learning Disability England 

LDHC – Learning Disability Health Check 

NDTi – National Development Team for Inclusion 

NHSE/I – National Health Service England/Improvement 

PCLN – Primary Care Liaison Nurse 

VODG – Voluntary Organisations Disability Group 

Appendix 3- Scoping Survey Report 

Please find attached in separate document  
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