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Current Programmes of work

• The Menopause: Knowledge and experiences of women with 

Learning Disabilities and Autistic Women – Pennine Care Research 

capability Funded Project – PPIE Project

• Do bespoke and reasonably adjusted education workshops 

improve health literacy in women with Learning Disabilities and in 

turn improve uptake of the National Breast Screening Programme 

– Prevent Breast Cancer Funding - Service Improvement Project

• Diabetes and Me: My Diabetes and Me Study - DESMOND-ID

• Cervical Screening videos

https://www.ulster.ac.uk/research/topic/nursing-and-health/caring-for-people-with-complex-needs/research-themes/neurodevelopmental/desmond-id


The Menopause: Knowledge and experiences of 

women with Learning Disabilities and Autistic Women 

– Pennine Care Research capability Funded Project

• People First Tameside were commissioned to co-develop, co-deliver and co-evaluate 

the project with colleagues from Pennine Care NHS Trust.

• The project utilised 3 stages:

• The first phase was a review of the literature of menopause knowledge and 

experiences for women with Learning Disabilities and Autistic women in the UK, to 

increase the understanding around the relevant literature.

• The second phase was the development, delivery, and evaluation of 3 experience 

based co-designed workshops – 2 of which were delivered face to face and the 3rd 

online.

• The 3rd phase was the use of surveys as a method of gathering data from a wider 

cohort of women, health professionals, families, care staff and wider stakeholders to 

find out about the opinions and beliefs of participants.



• Easy read report by PFT 

• Accessible video by PFT

• https://youtu.be/qO437yQjb1M?si=K5I0JD04U3r-KcjZ [youtu.be]

• Final Report   

Menopause Report 

(5).pptx

https://youtu.be/qO437yQjb1M?si=K5I0JD04U3r-KcjZ%20%5byoutu.be%5d


Recommendations 

1. The development of a co-production group, ensuring the creation of any 

resources and clinical pathways are co-designed.

2. The development of a standardised resource toolkit, ensuring women with 

learning disabilities, autistic women, families, carers, and health and social 

care professionals have access to contemporaneous, evidence based 

accessible information (video’s, easy read literature, symptom checkers, care 

plans, reasonable adjustments to clinical pathways, links to podcasts, websites 

etc)

3. Development of training packages for social care providers to enable inhouse 

training, to improve the knowledge and confidence of supporters. This may 

involve having menopause champions in provider organisations to deliver 

training and be a point of contact. 

4. An awareness raising event across the Greater Manchester Learning Disability 

and Autism networks to launch any new toolkit. 

5. Consideration that the resource toolkit is embedded in the NW Annual Health 

Check Toolkit, which is utilised in Primary Care.



Prevent Breast Cancer funding - Do bespoke and 

reasonably adjusted education workshops improve 

health literacy in women with Learning Disabilities 

and in turn improve uptake of the National Breast 

Screening



Do bespoke and reasonably adjusted education workshops improve 

health literacy in women with Learning Disabilities

Jenny Jones – Greater Manchester Senior Clinical Lead for Learning Disabilities and 

Health Inequalities

Janice Wycherley – Associate Consultant for Pathways Associates 

Verity Kay – Expert with lived experience of learning  



• People with Learning Disabilities experience major health inequalities, they are more 

likely to develop long-term conditions and die prematurely. They are at higher risk of 

preventable and treatable diseases including cancer. 

• People with Learning Disabilities can have poorer health literacy. A recent engagement 

project in GM identified poor health literacy amongst women in relation to knowledge 

about breast screenings and breast cancers. 



The plan 

• We will deliver 10 accessible breast cancer workshops/café’s for women with learning disabilities, 1 in 

each of the 10 localities. 10 women in each group with a cohort of 100.

•  The programme sessions will co-developed and co-delivered by Pathways Associates CIC and 

Experts  with Lived Experiences supported by our wider team of partners.

• Our partners include: members of GM Learning Disability Cancer Network, locality Breast Screening 

improvement leads, Learning Disability Nurses and Answer Cancer. 

• Women with a Learning Disability, eligible for breast screening, will be identified from the National 

database, GP surgeries and Learning Disability registers. These individuals are eligible for support 

from Community Learning Disability Teams. 



Co-Production

Learning from 

experts

Safe space

Learning from 

peers

Tailored health 

information

Informed 

choices

Improved health 

literacy

The programme will cover: What is cancer, the importance of 

breast screening, the breast screening journey and breast health.

The workshops will provide a structured platform to share 

accessible, evidence-based information.

The workshops will provide a supportive, and accessible 

environment.

Each workshop will be interactive and engaging. We want women 

to be empowered, to gain a better understanding of breast cancer, 

the importance of early detection and how to take proactive steps in 

managing their health.



Aims 

• Increase awareness of cancer and the importance of screening

• Increased awareness of breast health, including signs and symptoms of cancer

• Increased knowledge and confidence of the breast screening process, leading to increased uptake.

    

  How will we know that this approach has made a difference? 

• Self reported increase in knowledge and confidence levels. 

• Participant feedback 

• Pre and post project knowledge quizzes

• Observation

• Tracking screening rates 

The analysis of the project, both qualitative and quantitative findings, will inform research and interventions.

The legacy project would also include more knowledge and empowered experts who can deliver these 

educational workshops, a suit of interactive learning and resources and an evaluated model. 



Diabetes and Me

My Diabetes and Me 

Study - DESMOND-ID

https://www.ulster.ac.uk/research/topic/nursing-and-health/caring-for-people-with-complex-needs/research-themes/neurodevelopmental/desmond-id
https://www.ulster.ac.uk/research/topic/nursing-and-health/caring-for-people-with-complex-needs/research-themes/neurodevelopmental/desmond-id


Thank you

Any questions 
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