Closing the Year with Gratitude and Hope

Hello everyone,
As 2025 comes to a close, we want to say a heartfelt thank you to everyone who has supported MNDA this year. Whether you donated, volunteered, shared a message, signed a petition, wrote to your MP, or stayed engaged, every action has mattered.
This year has shown us the strength, compassion, and positivity of our MNDA East Sussex community. From inspiring personal stories and dedicated volunteers to generous supporters and successful fundraising events, your commitment has brought hope, comfort, and real impact to people living with MND.
━━━━━━━━━━━━━━━━━━━━━━
2025 Highlights
• Fundraising events across East Sussex are raising vital funds
• New Association Visitors and volunteers strengthening family support
• Powerful personal stories shared within our community
• A joyful Christmas Party filled with laughter and connection
• Continued local awareness-raising for MND and research
━━━━━━━━━━━━━━━━━━━━━━
Looking Ahead to 2026
We’re excited to announce that the three MNDA branches across Sussex will be working together to host a series of MNDA Comedy Events. By joining forces, we’ll bring people together through laughter while raising vital funds and awareness.
Thank you for being part of this journey. Every contribution, big or small, helps move us closer to a world free from MND.
━━━━━━━━━━━━━━━━━━━━━━
Inspiring Stories
━━━━━━━━━━━━━━━━━━━━━━

Personal reflection from one of our dedicated volunteers, Paula J Perera
When my son was diagnosed with MND at the age of 39, he and his wife were allocated an Association Visitor (AV). At a time when everything felt overwhelming, that support made an enormous difference. The compassion, consistency and reassurance the AV brought into their lives stayed with me, and I knew I wanted to offer that same support to others.
My role as an AV is not medical. Instead, it is about bringing a sense of normality at a time when so much feels uncertain. I support both the person living with MND and their family by listening, being present, and walking alongside them through what can be a challenging journey.
Visits usually take place around once a month. I might gently ask how things are going, without focusing too heavily on the condition itself, and check how the person and their family are coping day to day. If specialist help is needed, I can signpost them to appropriate support. Often, simply being there and having a conversation makes a real difference.
As someone whose son had MND, I am mindful of the emotional impact this role can bring. However, I firmly believe that offering companionship, understanding and reassurance rather than medical advice has real value. It helps reduce isolation and reminds people that they are not alone.
I have been a volunteer for over 30 years and have seen firsthand how meaningful social connections can be. I feel genuinely privileged to be part of this service. I have also supported people in other volunteer roles at the end of their lives, and each time it has been an honour to be trusted in that way.
Volunteering is another way to give back to the Association by donating time so vital funds can continue to be directed towards research. The support from fellow AVs and the opportunity to share experiences, exchange ideas, and seek guidance are invaluable.
Making a difference to someone living with MND and their family matters deeply to me. This is their journey, but it is also mine. With greater awareness, understanding, and continued research, I hope we can move closer to a future where MND can be treated and one day, cured.
━━━━━━━━━━━━━━━━━━━━━━
A Special Thank You to Kenny Bolton

As we approach the end of 2025 and I reflect on the year gone by, I want to share a very personal thank you to someone who made an enormous difference in our lives: Kenny Bolton.
I first met Kenny in 2022 through Adult Social Services, and from the moment he stepped into our lives, he became more than a carer; he became a buddy with extraordinary caring skills. From the start, Kenny and my husband Adrian bonded instantly over music, art, and chess. What began as a few hours of support soon grew into days filled with companionship, laughter, and friendship.
Kenny’s warmth and patience meant that even when Adrian’s speech became difficult, he never stopped engaging with him, treating him with dignity, humour, and respect.
Kenny wasn’t just there to help; he was there to share life. They went out for lunch, visited their favourite places, and enjoyed countless small but meaningful moments together. As Adrian’s illness progressed, Kenny remained steady, kind, and present.
When it came to end-of-life care, he stayed by our side until the very end, bringing comfort and peace not only to Adrian but to me as well.
I will always be grateful for the light Kenny brought into our home. His friendship, compassion, and unwavering support made one of the most challenging journeys a little easier, and for that, I will cherish him forever.
Thank you, Kenny, for being not just a carer but a true friend. Your example reminds us all of the power of friendship and care at the heart of MNDA.
━━━━━━━━━━━━━━━━━━━━━━
Reflections from Our Chairperson – Sharon Bass

As the year closes, I’m inspired by the warmth and friendship I see at our Support Group meetings. For newcomers, those first steps can feel daunting, but barriers quickly fall away, replaced by laughter and connection.
Christmas can be challenging, but it’s also when our community shines brightest. At our Christmas Party, joy and togetherness remind us of the true spirit of the season.
Hope carries us into the new year. With over 100 genes now linked to MND, breakthrough research brings us closer to a cure. Knowing that brilliant minds are working tirelessly fills me with confidence that one day, this battle will be won.
Together, we are stronger. Together, we bring light into the lives of everyone affected by MND.

A Shared Journey of Hope
MNDA is more than an organisation; it is a family. Each volunteer, supporter, and friend plays a vital role in bringing comfort, laughter, and hope.
This Christmas, let us celebrate not only the season but also the extraordinary spirit of our community. We remember those we’ve lost, honour their courage, and carry their light forward.
━━━━━━━━━━━━━━━━━━━━━━
In Loving Memory:
Terry Johnson, Mrs Patricia Richardson, Mr Richard Stone, John Bennett,  Thomas Wright, Kim Owen, Yasmin Ireland, Winston Rogers, Christine Hoareau, Robert Froud, Susan Sharpe and Paul Leeves.
Looking Ahead
From all of us at MNDA East Sussex:
As we step into the New Year, we want to thank you for your continued support and kindness. Your involvement helps us move forward with hope and determination. Wishing you a New Year filled with strength, positivity, and brighter days ahead.
━━━━━━━━━━━━━━━━━━━━━━
Stay connected,
Rona Stephens-Hill
MNDA Newsletter Editor
━━━━━━━━━━━━━━━━━━━━━━
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