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Background 

#personfirst 

Why Learning Disabilities? 

 

As part of the 2014/15 work plan                   

Healthwatch Blackburn with Darwen agreed 

to complete targeted engagement with   

local residents that identified themselves 

as having a Learning Disability. The feeling 

on the ground from local residents & disa-

bility groups was that they wanted to feed 

in their views & experiences at a         

higher level and we agreed this would give 

them that opportunity.  

 

Reviewing demographics and with an aim 

to listen to the seldom heard and those 

who felt their voices weren’t being                 

projected to the right people our                         

Learning Disabilities Engagement                  

focused on two areas: 

 

Learning Disability  

Blackburn with Darwen has a significantly 

higher percentage of adults (18+) with 

learning disabilities than England, 0.51% of 

the population as compared to an average 

of 0.45% in England.  

*Community Mental Health Profiles 2013 

 

Research has shown there are 5 main                

determinants of health inequalities                    

affecting people with Learning Disabilities: 

 Social determinates 

 Genetic & Biological determinates 

 Behavioural determinants  

 Communication & Health literacy            

determinants 

 Service Access/Quality determinants 

*Improving Health and Lives: Health Inequalities & 

People with Learning Disabilities in the UK (2010) 

#personfirst is a body of work with the 

aim of targeting specific communities 

within Blackburn with Darwen and                        

developing specific engagement projects. 

The aims of #personfirst is to engage with 

seldom heard residents, enabling them to 

share their experiences and listen to 

their concerns. 

 

#personfirst launched with an exhibition 

of artwork & engagement findings from 

previous targeted engagement projects. 

So far these have involved the Lesbian, 

Gay, Bisexual and Transgender                        

Community, Asylum Seekers & Refugees 

and Working Residents.  

 

The projects ownership belongs to those 

who have attended our workshops over 

the previous months, those who have 

shared their experiences and those who 

have created individual, imaginative and 

informative pieces of art & engagement. 

 

#personfirst ultimately puts the person 

first in relation to their views &                      

experiences regarding Health & Social 

Care. 
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Why Learning Disability continued: 

It is well recognised that people with learning 

disabilities have poorer physical and mental 

health compared to others, and a lower life 

expectancy. Health checks, such as cancer 

screening, are significantly lower. 

 

“NHS England is firmly committed to reducing 

the health inequalities experienced by people 

with learning disabilities and significantly    

improving their health outcomes.”* 

*NHS Forward Plan: Improving health outcomes for                

people with LD is a priority 

 

Research conducted by Improving Health and 

Lives found that the median age of death for 

people with Learning Disability is 65 for Men 

(UK average 78) and 63 for women (UK                    

average 83).  

 

The research also found that 42% of deaths for 

UK residents with Learning disabilities were 

considered to be premature.** 

 

 

The confidential Inquiry into premature 

death of people with Learning Disability 

found that the most common reasons for 

deaths being assessed as premature were: 

 Delays or problems with diagnosis or 

treatment 

 Problems with identifying needs 

 Problems with providing appropriate 

care in response to changing needs 

**Improving Health and Lives: How people with              

learning disabilities die 

 

People with learning disabilities often have 

difficulty in recognising illness,                              

communicating their needs and using health 

services. 

 

“Research shows that regular health checks 

for people with learning disabilities often 

uncover treatable health conditions. Most of 

these are simple to treat and make the  

person feel better, while sometimes serious 

illnesses such as cancer are found at an  

early stage when they can be treated”.  

                    NHS Choices 

 

 

This graph shows 

the coverage of 

learning  disability 

health checks for 

NHS England area 

teams (2013-14). 

 NHS England 
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Methods of Engagement  

 

Using a variety of engagement methods we   

engaged with over 40 residents with Learning 

Disabilities. The variance of methods allowed 

residents to have their views & experiences 

imputed into the project.  

 

Art Workshop 

The Learning Disability Engagement              

project launched in January 2015 at a Your 

View Your Voice group, and continued with 

regular workshops, meetings and art activity. 

Healthwatch BwD now has a monthly art            

engagement group who came up with the               

#personfirst project name. Participants have 

been able to share personal stories along with             

sharing their views on wider issues affecting 

those with Learning Disabilities. Opening up 

the medium of telling their story and          

presenting their views has created a real sense 

of ownership amongst those who have been 

involved. 

 

 

Interviews 

A number of participants who were keen to 

share their views & experiences in more detail 

& at length were interviewed. A number of                      

participants also chose to be filmed as often 

they felt their words & requests were often                  

misinterpreted. Therefore, filming removed 

this risk, gave them a sense of ownership & 

made them star of the screen. 

 

 

Resolve 

Resolve is Blackburn with Darwen’s disability 

action group. We attended Resolve on a                 

number of occasions to listen to members             

experiences in an environment in which they 

felt safe.  

A note on Language & Terminology  

‘If I had a magic wand’ 

Often the language professionals use 

and the questions asked can seem a         

little abstract and daunting. This can 

become all the more difficult amongst 

those who may have a learning                    

disability. Along with practical hands on 

engagement we have tried to strip 

things back, making things relative and 

answerable. One of the questions we 

asked participants with success was ‘If 

you had a magic wand...’ 
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Findings & Key Themes 

Communication 

One recurring theme identified was that 

residents said much of the language used 

was a struggle to understand. This then           

resulted in more confusion & anxiety              

regarding their health, wellbeing & possible 

symptoms. There was also a common theme 

with residents leaving appointments without 

a clear understanding of what was wrong, 

any clear outcome or next steps. This often 

lead to anxiety and fear. 

 

People also said they struggled to            

understand health professionals who had 

strong accents. 

 

‘It’s mainly isolation, that feeling 

of being alone in the company of 

lots of people. It’s worse than being 

alone by yourself. When you’re         

feeling alone in the middle of a 

crowd it’s more devastating. I’ve had 

occasions when I’m sat in crowds of 

people but I feel extremely lonely 

because no one has said hello to me’  

 

‘I might not understand everything 

but I would prefer you to speak to 

me like I’m a normal person. Then I 

can tell you whether I understand or 

not’  

 

'Sometimes they [health                                

professionals] use fancy words or 

expressions or just talk so they can 

get onto the next patient’  

Above: Artwork created at our #personfirst Art Sessions, here 

depicting issues around Communication,  

Right: Photo from our #personfirst exhibition 
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Stigma & Attitude  

 

Many people felt stigmatised both within the 

community and by Health & Social Care                  

Professionals. They felt they were treated 

second rate, as if they were a child or 

‘simple’. Many mentioned how they felt         

people put the disability before the                         

individual themselves. 

‘People think you’re [stupid]                   

sometimes because the words 

don’t come out properly. They 

speak down to you like you’re a 

child’  

Inconsistency of Health Professionals 

 

People felt frustrated by the number of           

professionals they had to speak to regarding 

their healthcare needs. They often felt they 

were repeating themselves, having to ‘dig 

up’ historic personal information. This can 

sometimes be things they’re not                           

comfortable in sharing on a regular basis 

with many people.  

 

It was also highlighted that residents were 

finding it hard to build trusting relationships 

with professionals, as they never knew what 

to expect. This again created a distrust in 

people & many felt an inconsistent service 

was being provided.  

 

A number of people also raised concern over 

the number of times consulting rooms were 

swapped, once again leading to                              

inconsistency & confusion. 

 

Above: 

Artwork created at our #personfirst Art Sessions, 

here depicting Stigma & Attitude  

Inconsistency of Services, Pilots & Short 

Term Approaches  

 

People felt even when the right services & 

support did become available it was often 

short-lived. Certain levels of support only 

lasted a number of weeks & there didn't 

seem to be any consistency or continued 

support after this. This often led to people 

feeling as if they where going round in cir-

cles, with an almost pick & mix approach.  

 

A number of people also mentioned how 

they felt projects and services weren't           

always given the time to develop properly & 

were either cut, changed into something 

else or criteria for access was changed. 
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Privacy 

Many of the people we spoke to said how 

often receptionists ask for information they 

don’t feel is appropriate. This raised                   

concerns with people in regards to their 

confidentiality, questioning where their          

personal information was being shared. 

They also felt non-medical professionals 

were making decisions of whether people 

were ‘worthy’ of an appointment. This also 

led to increased stigma & embarrassment.  

Many people felt time constraints hindered 

their Health & Wellbeing. People often felt 

rushed, misunderstood & left without having 

fully understood symptoms or receiving a 

comprehensive explanation from the health 

professional. The ‘one problem one             

appointment’ approach seemed to be a   

frustration for many people we spoke to. 

Those with learning difficulties felt they 

needed longer to explain symptoms but this 

was rarely taken into consideration. 

‘It creates anxiety for me when I 

know I’ve got a number of things to 

discuss but I’m not permitted too. So I 

go to the doctor with the main thing 

I’m struggling with but it may be 

that’s a symptom of another problem. 

By the time the doctor can diagnose 

me properly I’ve attended several    

appointments whilst in the meantime 

I have just grown more and more      

anxious.’  

‘You can’t talk about that, there’s no 

time for that, I’ve got another                   

patient. For me it just stops me, I 

don’t know what to do, what to talk 

about, what to prioritise, it’s very 

stressful’  

Benefit System 

A number of people felt the benefit system & 

unemployment affected not only their health 

& wellbeing but also the experience & service 

received within Health & Social Care                           

environments. Stress & anxiety was a popular 

theme, especially in relation to recent         

changes in the benefit system e.g.                    

assessments, sanctions. 

 ‘I got made redundant and got really 

low and confused, trying to plan 

ahead, too much pressure, too much 

on my mind, ten or so people all                 

telling me different things just did my 

head in…’  

Time Constraints 

Above: Artwork created at our #personfirst Art     

Sessions, here depicting issues around time                  

constraints 
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Disability Passports 

 

We found Disability Passports aren’t always 

used & staff aren’t always aware of their 

purpose & importance.  Some patients felt 

scared & confused when accessing hospital 

services. This can further escalate if vital 

information isn't communicated via the       

passport. Dismissing the passport often led 

to care which made the patient feel                      

uncomfortable as factors such as allergies & 

support needs weren't addressed (e.g.                   

having male/female carers only). The                 

anxieties of disability passports being                 

neglected at future visits led to some                   

residents saying they had chose not to               

access the hospital. 

‘I have a disability passport. It’s not 

a holiday passport, it’s something to 

tell people what I can do and what I 

need help with. When I went to the 

hospital they took it off me and said 

“you’re not going on holiday”’  

Above: Art created at our #Personfirst Art Sessions, here depicting the issue with Disability Passports  
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What’s working well for            

residents? 

Volunteering 

People felt volunteering gave them a sense 

of purpose & led to a more positive outlook 

and improved wellbeing. 

 

Signposting Services 

Signposting services received positive              

feedback with people feeling supported. 

 

Peer Support Groups 

People felt peer support was important as it 

creates informal support and helps reduce 

stigma. People felt a sense of belonging, but 

felt these services often replace the role of 

professional services when they should                 

instead work in harmony. 

 

What residents would like to see in 

the future? 

  

Training 

People felt it would be a good idea for all 

front line staff to have training in                         

communicating & delivering services to                        

residents with Learning Disabilities. This 

would help them understand their specific 

needs and improve communication 

 

Care Coordinator/Key Worker based within 

GP Surgery  

People felt an intermediate health                           

professional based at GP’s surgeries would be 

useful, this could be in the form of a care       

coordinator which would create a key named 

contact. A number of people also thought an 

advocate based within health care services 

would be helpful. 

 

Improved Signposting from GP & Hospital 

Signposting services were well liked, but 

many thought they should be used more          

holistically rather than specific organisations 

having sole responsibility. More effective 

signposting from GP’s & Hospitals would save 

time & money for all parties. 

 

Incentive for Booking at Quieter Times 

A number of people we spoke to thought an 

incentive for booking at quieter times may 

reduce pressure on services & improve the 

experience for those accessing services. 

 

Designated Travel for Disabled Residents 

A number of people raised issues around 

transport & suggested a designated taxi for 

disabled people. 
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Conclusion 

The proportion of GP’s in Lancashire                    

participating in annual health checks is 

42.8% (England average: 44.2%).  

 

There is a need for health care professionals 

to use appropriate communication                      

techniques and methods. Often residents are 

leaving appointments without a full                

understanding of their issues, which can lead 

to anxiety and confusion. 

 

 

Residents often had to speak to different 

professionals regarding their needs.  They 

had to repeat historical personal                          

information which often made them                     

frustrated and uncomfortable. Inconsistency 

with professionals also meant residents are 

not able to build up a trusting relationship, 

which can have a negative impact on the  

individual’s wellbeing. 

 

 

Certain levels of support only lasted a                   

number of weeks & seemed to lack the                

consistency or continued support after this. 

This often led to people feeling as if they 

were going round in circles, with an almost 

‘pick & mix’ approach.  

Many people felt time constraints                   

hindered their health & wellbeing.                   

People often felt rushed, misunderstood 

& left without having fully understanding 

their symptoms or receiving a                        

comprehensive explanation from the 

health professional. 

 

 

Many services do not ask to see disability 

passports. This has led to residents                

receiving care they’re uncomfortable 

with. On some occasions residents have 

actively chosen not to seek medical                  

assistance due to the anxiety created 

over the way they may be treated. 

 

 

Peer support groups, volunteering and 

signposting services in the Borough were 

highlighted as positive services residents 

can access for support. 
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Recommendations 

 

 

Local commissioners should review the 

Direct Enhanced Service to undertake 

annual health checks to increase                       

participation. 

 

Health professionals should be aware of 

the additional needs of their patients 

with learning disabilities. They should 

make reasonable adjustments to ensure 

residents understand their condition and 

care pathway. 

 

Longer appointment times should be             

reviewed for residents with additional 

needs. One option could be to offer         

longer appointments during low-demand 

times. 

 

 

Staff training should be reviewed to 

ensure all front line staff are trained 

in communicating with residents who 

have Learning Disabilities. 

 

All staff should be made aware of the 

importance of the disability passport 

and understand how to use the                    

information presented.  

 

Signposting services should be used 

more holistically rather than specific 

organisations having sole                           

responsibility, with more effective 

signposting from GP’s & Hospitals. 
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If you would like  more information about Healthwatch 

Blackburn with Darwen, a hard copy of this report or to see 

how you can get involved in future projects please get in 

touch 

 

Suite 20,  

Blackburn Enterprise Centre,  

Blackburn  

BB1 3HQ 

 

Phone Number: 01254 504985 

Text Number: 07939071407 

 

info@healthwatchbwd.co.uk 

 

 

www.healthwatchblackburnwithdarwen.co.uk 

Search: Healthwatch BwD 


