[image: A yellow and blue background

Description automatically generated][image: A blue text on a white background

Description automatically generated]
Healthwatch Luton 2024
Dystonia Case Study    
Dystonia
Value of Voice

Contents

Statutory requirements of a local Healthwatch	3
Healthwatch Luton Case Study	3
How do we capture insights?	3
What is Dystonia?	3
How does dystonia impact your life?	3
What support do you have?	4
What have your experiences been like with health and social care services?	4
What has worked well?	5
What hasn’t worked well?	5
What could be improved?	5
Additional comments	5
Recommendations	6





	[bookmark: _Toc177480411]Statutory requirements of a local Healthwatch 
1. To obtain the views of Luton residents on health and care service, to help shape the delivery and improve the quality of designing and commissioning services. 
2. To make recommendations to service providers and commissioners in developing, designing, shaping, and improving the quality-of-service delivery 
3. To support the involvement of Luton residents in the designing and commissioning of local services 
4. Provide information and advice to inform Luton residents on choices available to them. 
5. To escalate findings to local commissioners, providers and nationally to Healthwatch England along with recommendations for service change.  



[bookmark: _Toc177478154][bookmark: _Toc177478439][bookmark: _Toc177480412]Healthwatch Luton Case Study 
 
[bookmark: _Toc177480413]How do we capture insights? 
Healthwatch Luton have the statutory remit to gather resident views on health and care. During the COVID-19 Pandemic, Healthwatch Luton (HWL) moved some methods to online teams’ forums – called Listening Events. These forums allowed members of the public affected by certain topics a way of providing their experiences. 
[bookmark: _Toc177478155][bookmark: _Toc177478440][bookmark: _Toc177480414]What is Dystonia?
According to the NHS Dystonia is generally a lifelong health condition, where individuals experience uncontrolled muscle movements (spasms) which can be painful. Although individuals will usually have Dystonia for life, there is treatment available which can ease symptoms. These symptoms include uncontrolled muscle spasms, twisting of the body into unusual positions (e.g. feet turning inwards, or neck twisted to one side), shaking (tremors) and uncontrollable blinking. Individuals may experience these symptoms continually or they may come and go depending on triggers e.g. stress. 
 
https://www.nhs.uk/conditions/dystonia/ 
[bookmark: _Toc177480415]How does dystonia impact your life?
Individual expressed that they felt their life was ruined after initial diagnosis. This was due to several social and environmental factors:
· They experienced negative comments and being stared at in public, it felt as though people either lack respect for you or feel sorry for you. This caused the individual to feel very isolated as they didn’t want to leave the house prior to receiving psychological support. 
· Unfortunately, the Individual also experienced discrimination in their workplace, with members of staff mocking them. They also witnessed another disabled employee being secluded from the other members of staff. 
· The individual stated it was difficult to obtain financial support initially after diagnosis.
· Other health professionals failed to make appropriate adjustments for their disability. The individual stated that their dentist charged them an extra £100 due to the individual moving frequently during the appointment. 
· The individual stated that they were unable to partake in their usual hobbies, for instance knitting and gardening. 
[bookmark: _Toc177480416]What support do you have? 
· The individual was involved in a ‘Stop the stare’ campaign run by Changing Faces which ran across three sessions. By the end of the sessions, they felt they were able to reframe their thoughts around people staring at them or mocking them. They felt heard and understood and were able to understand their own reactions.  – 
· They now receive financial support (PIP).
· Age concern help with house related issues.  
· They have the support of friends and family who take them on day trips, including going swimming which helps with dystonia and out for meals which has helped to build their confidence. 
· They have been writing for a local college as a peer mentor and attending a chess group which has also helped. 
[bookmark: _Toc177480417]What have your experiences been like with health and social care services? 
· The individual has met health and social care personnel who are caring in nature and have been supportive, but they have also had many negative interactions. The lack of preparation for appointments, for instance failing to read the individuals medical history before meeting them, combined with a lack of understanding across the sector; causes you to feel excluded, isolated, and unworthy. 
· The individual expressed frustration around being asked to fill in forms and professionals assuming they can complete tasks like these due to ‘looking okay’ and being excluded from getting support as a result. 
· When requesting reasonable adjustments, the individual is frequently asked ‘why’. These requests have been small for instance, requesting small extras like a suitable chair, seat placement. However, the individual noted that the Recovery College have been great with making these adjustments.
[bookmark: _Toc177480418]What has worked well? 
· The individual expressed a very positive experience with Active Luton. They felt as though they were being treated depending on their individual circumstances rather than being given the same task as everyone else. Hydrotherapy has helped their confidence massively, and their strength has also grown as a result. 
· The individual momentarily forgets they have dystonia when they attend the Recovery College, as no one mentions it, but they are equally very aware and accompanying.
· The individual attends the disability forum with Lauren Cox, and they feel like they have a voice but cannot be too political. They have met others with different conditions and feel able to communicate with them. 
[bookmark: _Toc177480419]What hasn’t worked well?
Overall, the individual expressed difficulty getting support due to difficulties meeting criteria. They explained that Dystonia doesn’t always tick boxes, for example they could not use a wheelchair or walking stick, but require a lift due to balance issues, a twisted neck and tremors which can affect mobility. The individual also expressed that psychologists they have encountered are not aware of their condition and do not tailor their support to the individual. For instance, trouble sleeping being considered a result of low mood rather than a result of physical health.
[bookmark: _Toc177480420]What could be improved? 
· Awareness, accessibility, and consultancy; medical staff should try and understand prior to an appointment what Dystonia is, so they can spend the appointment time putting things in place instead of asking basic questions. 
· It would be great to have a women’s self-defence class for women with disabilities.

[bookmark: _Toc177480421]Additional comments
Other factors influence dystonia and disability in general, for instance ageism and sexism. Illness is expected among those or retirement age and beyond. The individual feels that they don’t want to invest in treatment because you are older. Women’s health isn’t taken seriously enough. 
[bookmark: _Toc177480422]Recommendations 
· Dystonia support information to be shared widely across health and social care settings and educational settings where applicable.
· For health and social care staff to be made aware of reasonable adjustments that may be required for patients/ service users with dystonia. 
· Dystonia, along with other neurological movement disorders to be considered by clinical and non-clinical staff when completing paperwork to refer patients for further support services. 
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