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Reducing barriers to breast screening for women with 
learning disabilities  



Barriers to screening those with Learning 
Disabilities (LD)

• Issues 
• Breast awareness 
• Behaviour relating to health
• Breast screening knowledge
• Breast screening uptake
• Gaps in research 
• Gaps in service provision 

• Reducing inequalities requires action 
• Improve awareness / promote earlier diagnosis
• Ensure people with LD are offered appropriate active treatment 
• Ensure people with LD have a positive experience of their care

• Limited national information on 
• Variations in cancer incidence
• Treatment for people with LD
• Outcomes for people with LD

• How people with LD access cancer services

• What is the role of family's/carers in primary & secondary care

• What is role of GP and support agencies and services – interlink 



How did we get here….? 

Virtuous Circle of Connection 



March 2011  - Talk and workshop at event,
Isaac Newton Centre, Ladbroke Grove, London

Vision of Rifat Wahhab – Strategic Health Facilitator K&C, 
Health Learning Disability Partnership

• Initial event

• ‘Plenary’ talk to people with LD and their carers – breast 
awareness, screening programme

• Section of workshop stalls (breast, prostate) 

….Realisation - I needed to change my approach….
(abandoned formality, good use of false breast)



July 2012 – Health Fayre, London Lighthouse 

Individual stalls – one stop shop; advice, access to 
healthcare professionals, leaflets

• Cancer awareness and screening programme (Breast, 
Prostate, Bowel, Cervical)

• Looking after your weight (dietitian) 
• Eyesight 
• Managing epilepsy 
• Looking after your heart 
• Looking after your feet 
• Looking after your teeth 
• Looking after your back (chiropractor)



8th July 2013 – Breast Screening Staff 
visit The Orchard, Ealing, London 

• Mental health issues often co-morbidities 
with LD/autism 

• Enhanced medium-secure mental health 
service at St Bernard’s Hospital

• Women require enhanced levels of 
intervention and treatment 

• Provide educational forum for screening 
team to meet eligible clients

• Talk on breast aware and NHS screening 
service.

• Teaching aid of false breast 
• Presentation included diagram illustrating 

position women required for mammogram 
• Radiographers provided practical detail, 

answers and familiar face for when 
women are invited 



2nd November 2015 – Open morning  
St Mary’s Hospital Breast Screening Site, London 

•Refreshments - vital (cake, fruit and juice)
•Talk breast awareness and screening programme  
•Caroline (service user) detailed importance of 
screening and her experience 

•Visit to mammogram room 
• radiographer showed what happens 

•Organised 30min slots for four residential 
homes/area (didn’t quite work….)

•Easy Read booklets 
•Goodie bags – nail varnish, lip stick - LD student 
nurse task

•Participants/carers given forms to book 
appointments

•Evaluations of event – discussions – felt worthwhile



Idea to book appointments – small 
numbers but….

• 2 Clients under 50 years, so under age for routine 
screening 

• 6 clients had been screened – good to get detail 
• 5 in Jun/Jul 2013 so these will be called again in 2016 
• 1 client was screened in Jan 2015 so will be called again in 2018

• 3 client’s already have appointments for Dec 2015/Jan 
2016

• Therefore 4 clients required appointments

Idea was for women from same home to go together



31st October 2016 –
Boobs and Bingo Tea Party
(Vision of Maura Ireland) 

• Breast awareness event

• Over 60 women and carers

• Learnt about need for check-
ups, awareness, screening 
programme

• Blow-up breasts with/without 
lumps 

• Tea, cakes and bingo



Coverage…..



More coverage…..



…and yet more coverage…..



‘Bingo and blow-up boobs have been 
used at a tea party to help educate 
women with learning difficulties about 
the importance of breast cancer 
screenings and check-ups.

Research showed the uptake of 
breast screening among women with 
learning difficulties is well below the 
national average’.



…more… 

“We want to show there are positive steps we can take to encourage 
women to attend screening and our Breast Awareness tea party is 
doing just that!”

Mary O’Shaughnessy a Yarrow service user and tea party attendee:
“I have enjoyed today and I like how we are shown about breast 
cancer using breasts that we can feel and find the lump ourselves. It’s 
easier to understand and the cake is delicious!”

John Crawford, Chief Executive, Yarrow added: “Yarrow has been 
providing support for people with learning disabilities for over 25 
years and we want to continue to give our users the opportunity to 
gain a greater understanding of health and health conditions.

“Given the success of our event for people in Hammersmith & 
Fulham, Kensington and Chelsea and Westminster, we will be looking 
to do further tea parties in other boroughs.”



News coverage – behind the scenes



31st October 2016 








Getting the message 
out there



30 Oct 2019 – Kensington Leisure centre –
boobs and bingo and cervixs

• NHS West London CCG, the Central London Community 
Healthcare NHS Trust, Imperial NHS Trust, and Yarrow 

• Breast and cervical cancer awareness afternoon 
• Many attended
• Talks about how to spot early signs of cancer and 

screening
• Welcome by Carrie Hirst, Engagement & Partnership 

Manager at NHS W London CCG 
• Caroline and Anne (service users) spoke as are experts 

by experience
• Anne uses wheelchair and explained how to ask for a hoist in advance, and about 

taking a buddy 
• Caroline talked about not being afraid to say if you are uncomfortable

• Coppafeel! video – visual









Need to continue/lottery  

• Remains a dearth of research/practice guidelines for 
those with LD

• May lead to late diagnosis
• Need optimal treatment and management for this 

group
• Further research needed to understand specific 

information and support needs 
• for women and carers 

• Need appropriate protocols, strategies, interventions
• Variation in service providers – focus of different 

interests/what access is present



Upskilling our staff…to continue 

• 4th December and12 December 2019 
• Session for breast services staff re Learning disability and autism awareness for 

Included autistic presenter and co-presenter with learning disabilities

• Mandatory on-line modules

Whats next……back with a splash.. 



Thanks to……. 

• All the women in the photos – consent has been given

• West of London Breast Screening Unit 

• Imperial College Healthcare NHS Trust

• Maura Ireland – Contract coordinator Yarrow 

• Rifat Wahhab – Strategic Health Facilitator Kensington and Chelsea, Health 
Learning Disability Partnership

• Kensington Leisure Centre

• Margaret Smedley-Stainer – Learning Disability Lead/Patient Experience ICHT

• Mencap



Thank you 
Victoria.harmer@nhs.net
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