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Hazel Retires after 17 years working
with MND

After 45 years working in health and social
care, the last 17 years working as a care man-
ager supporting people living with MND, Hazel
is retiring.

We understand Hazel will continue to work on
the East Kent Development Group Committee
of MNDA, and we hope she will stay working
with us for many years to come.

We wish Hazel a very long and happy retire-
ment.

Care Management - Hazel Watts
For almost 17 years I have worked as a care
manager supporting people living with MND,
their carers and families. My territory cov-
ered an area just less than 800 square miles,
in the geographical area of East Kent.
My employers, Kent County Council, Social
Services, seconded me on a full time basis, to
jointly work with my NHS colleagues in a Con-
sultant led, multi-disciplinary team specifically
working with MND. At the time this type of
joint working was forward thinking.
My role was to provide the Care Management,
Social work & Counselling support (this I pre-
fer to call emotional support) to people within
their own homes, or when it came to family
members, wherever they wanted to meet.
This work was varied depending on the needs
of the individual. I could be helping people ap-
ply for the appropriate welfare benefits, as-
sessing needs, for example in order to provide
a care package, to enable assistance with daily
personal care. Organising the much needed
respite care, or Nursing Home Care (this

Brian Resigns as our Chairman
Chairman  Brian Sackett is to step down from
30th April.  Brian will continue with those
activities he has arranged, but will resign as
Chairman and also from the Committee of East
Kent Group.  After some 50 years of selfless
work for various charities, he now plans to
devote more time to his family.

A Life in Charity - Brian Sackett
Charity has always played a large part of my
life, but after over 50 years of involvement in
charity work, the time has come for me to step
back and get on with the rest of my life.
In my time I have been Father Christmas,
appearing at many Children’s  groups, old age
pensioners parties, writing Father Christmas
letters raising funds for Children in need, and
the Motor Neurone Disease Association.
Became a Dover Lifeboat man, raising funds
with a ten year stint of organising “A Person
Powered Push” at Lydden circuit, becoming a full
committee  member and appointed public
relations officer for the Dover station.
Many of the old Dover Lifeboat Buoys, myself
included, still meet every Wednesday for
breakfast.
I organised many teams to take part in local
carnivals raising money for  local charities and
winning many prizes for the entries.
One trip to Holland was a big highlight for our
team of “Ostrich-aires” winning the award of
“International Sportiviteitspijs” Prize for
Sportsmanship.
Walking long distance has also been a big part
of my charity work, having taken part in many
walks in various parts of England. Cont. Page 8Cont. Page 2
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Once I took part in a Four Day March in
Nijmegen, Holland completing 4 x 40km,
and also ran several half marathons to
raise funds for the MS unit at
Canterbury.
Many times, I visited my Mother in
Canada and helped her raise funds for
the Canadian veterans. My Mother was
also a keen charity worker.  I wonder if
that is where I got it from ?
Did a sausage sizzle in Cairns Australia
with my family raising 800 Australian
dollars for OZ MNDA.  I have a
communication link with MNDA in
Australia, sending them copies of
Thumb Print and our Newsletter; they
in turn send us various items.

My dear wife Diane, after nearly two
years of testing, was diagnosed with
MND in 2006, we both joined the East
Kent Group in 2006, enjoying many
committee and support meetings.
Whilst Diane was still alive we had
several stories written, published in
Thumb Print, Yours magazine, and
several local newspapers, hopefully
helping to raise awareness of MND .
Sadly Diane lost her fight in 2009,
afterwards I held several events to
raise funds.  Best fund raiser was a 30

minute walk for 30 people.  To my surprise 90 people
turned up and raised over £5000 for the MNDA .
Several Candle light evenings at the Canterbury
Hospice were held.
Met Princess Anne at St James Palace, where I had a
nice chat with her, getting my comment in, before she
had a chance to speak, “ Hello luv, how are you today”,  “
I am fine, thank you for asking” she replied.  This was a
very proud moment for me.  Jim, Astra and Wendy also
attended representing our group.
Dr Sakel requested that I give a presentation at the
Kent and Canterbury Hospital as a Carer.  I was given a
20 minute slot, talked for 80 minutes and finished the
event, nobody wanted to follow?
From that talk I was asked to write a piece for the
“British Medical Journal” both the talk and then writing
our love story took a lot out of me, but to my delight
our story was printed in the May 2011 edition.
A fitting tribute to a wonderful lady who I am proud to
say was my wife.
Did a presentation together with Jo Black in Derby for
“The National Council for Palliative Care” reference
living with Death, again I was asked to put together my
thoughts ,which some can be seen in their publication
“Difficult Conversations”
As I step down and away*, may I wish all current and
future committee members  good luck in all your
endeavours, may you all retain the much needed
strength to carry on the splendid work that you all do.
On a personal note “Thank you all for the support and
encouragement you have given me x” God bless.

*Sacquoir will still be lurking in the back ground doing
what ??

Note to those living with MND. “Be strong, you are
loved, many people are working in your corner, much
research is on-going.

ONE Day there will be a cure for MND
See Page 9 for an MNDA tribute to Brian.

http://www.mnda-eastkent.org.uk/pdffile/BMJSackettMay2011.pdf
http://www.ncpc.org.uk/difficult_conversations
http://www.mnda-eastkent.org.uk 
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Saltwood Boxing Day Run

Some 700 people packed the village green, as
hundreds of runners braved the elements for
the annual Saltwood run.  They were rewarded
with glorious sunshine, as they battled a very
wet and slippery course around the Brockhill
and Saltwood countryside.

There were runners from as far away as
Australia, Singapore and South Africa, running
in the event which has taken place for the last
38 years.The winner was Michael Coleman of
South Kent Harriers, with Mathilde Heaton of
Belgrave Harriers winning the ladies prize.

The event is held each year to raise funds for
MND, in memory of founder runner Terry
Davies who died of MND a decade ago and a
substantial sum has been raised for MND in
East Kent.

New Years Day Party at The Lord
Nelson Broadstairs

This wonderful event has been held for
some years and in 2013, the charity
supported was MND.
The Lord Nelson is a homely local pub on
the edge of Broadstairs, it is home to
WIRED, a community of local musicians
who meet monthly to play a  wide range
of roots music,.  More information about
WIRED can be found at
http://broadstairswired.blogspot.co.uk/

The event started at 3.30 and the music
started shortly thereafter.

During the afternoon, refreshments
were provided to all, and the music was
of a high standard, with many acts
performing from the floor.

Raffle tickets were sold continuously
and there were draws throughout the
afternoon and evening.

During the afternoon there were also
bucket collections.

Thanks are due to the manager and
staff of the Lord Nelson Public House
and to the musicians of Broadstairs
WIRED, who worked hard and raised
several hundred pounds for MNDA in
East Kent.

http://broadstairswired.blogspot.co.uk/
http://www.mnda-eastkent.org.uk 
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Choral Celebration Evening

On Saturday evening, 16 March five choirs sang in St. John's Methodist Church to a full
house.  Each choir sang a selection of music, including; Danny Boy,  Ave Maria, 2 songs from
Westside Story, Lascia Chio Pianga and many more.

The final three pieces were sung by two and then all five choirs.  In particular, the audience
was moved by the children of the Dunkerque Conservatoire's singing of John Rutter's
arrangement of For the Beauty of the Earth.

The concert raised £650 to support people living with Motor Neurone Disease in East Kent,
with a proportion going towards research to achieve our goal of 'A World Free from MND'.

Thanks were given to the Canterbury Girls' Choir, Canterbury Girls' Chamber Choir,
Canterbury Ladies' Choir, the Josquin de Pres Choir and the Children's Choir from Dunkerque
Conservatoire. Also to Kerry Boyle, Choral Director, Tom Liddle, pianist, St. John's Methodist
Church and everyone involved in making the evening a success.

http://www.mnda-eastkent.org.uk 
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Thanks to Tara
Hazel Watts spoke to TARA( Thanet Active Retirement Association) about MND. TARA
presented a cheque for £400 for our local group to be spent on local people diagnosed with
MND.

Thanks to Snar Gate lodge of Dover Masons
Chairman Brian was invited to a social evening by the Snar Gate lodge of Dover Masons.

A fine meal was served which was followed by Disco dancing.  Both the meal and the dancing
thoroughly enjoyed by all.

During the course of the evening the Lodge presented cheques for £375 each to Brambley
Hedge Children Centre and to East Kent MNDA.

Many thanks to the lodge for their generosity.

Thanks to Deal Rotary.
John Hamer attended a luncheon of Deal Rotary
Club, where he was presented with a cheque for
£800.
The funds were raised at a Race Night held by the
club in March.
Many thanks to Deal Rotarians for their hard work
and this generous donation to East Kent MNDA.

  John Hamer & Bob Ford  - Past President Deal Rotary Club
Blog Pages Live
Our Blog pages are now live for anyone to add comments to.  There are a few threads at
present, but many more may be added in due course.  The Blog is available from the menu above.

Since some people tend to put offensive material on Blogs, the Blog is moderated and only
acceptable content will be approved.

Should anyone wish to start a new thread, please contact our webmaster@mnda-eastkent.org.uk
with the initial entry and it will be set up with access codes for you to continue to add posts.

It would be great if someone living with MND or a carer would be willing to tell their story.

http://www.mnda-eastkent.org.uk 
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East Kent Bake It Events

During the month of June, we shall be organising
a series of Baking Sales around East Kent, in
order to raise funds to help in the battle against
MND.
The funds we raise will be used to support
persons living with MND in East Kent and to help
towards research for a cure to this devastating disease.
Should you wish to help, either by baking something  or by helping us to get people to attend, please
contact us at info@mnda-eastkent.org.uk or phone 01227 721627.

Get your family and friends involved and everyone will have lots of fun and help
towards raising funds to help persons living with MND.

The table to the right
shows the difference you
could make and jointly we
hope to raise several
thousand pounds to help
in some of the many ways
shown.

Events to be held are:

June  1st   Coffee Morning - 3, Walnut Close, Broadstairs. CT10 2EL.  11.00 - 13.00.
June 8th Cake Sale - 171 Percy Avenue, Kingsgate, CT10 3LE.  14.00-16.00
June 15th  Coffee Morning - Snow Cottage ,The Street, Ickham, Nr Canterbury, CT3 1QT
             11.00 - 13.00
June 22nd Support Meeting - Winner of Guess The Currants Announced

“Guess The Currants” Cake competition to be promoted at all 3 events and online. Entry Slips available
at www.mnda-eastkent.org.uk/pdffiles/guessthecurrants.pdf

Anyone wanting to organise a Bake It Event can get a free information pack with a poster, invitations
etc by phoning 0845 604 4150  or emailing volunteering@mndassociation.org .

Any money raised can be paid by cheque made payable to East Kent MNDA Development Group,they
don't need to contact us but they can if they wish.

mailto:info@mnda-eastkent.org.uk
www.mnda-eastkent.org.uk/pdffiles/guessthecurrants.pdf 
mailto:volunteering@mndassociation.org
mailto:volunteering@mndassociation.org
http://www.mnda-eastkent.org.uk 
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MNDA Spring Conference, Kent - The MND Jigsaw – Piecing it all together

Whether you are a person living with MND, a family member or carer you would have enjoyed the 2013 Ashford Spring Conference.
The theme of the Conference was “The MND Jigsaw – Piecing it all together”.
Four members of the The East Kent Group committee attended, and all felt it was a good conference
The morning session provided an insight into how different teams at the MND Association work to ‘piece it all together’ and included up to
date information in care, fundraising and campaigning and influencing.

The first session of the day, the first piece of the jigsaw,  was presented by Karen Pearce of MNDA who spoke of all aspects of Care.  Some
40% of all persons living with MND are supported by an Association Visitor (AV).  AVs are able to help identify need, which can then be
assessed and where necessary help provided with equipment and services.  There are currently 19 care centres funded by MNDA.  Pathway for
Wheelchairs has been recognised by the Government as excellent practice
MNDA provides links to Financial Support, helps with access to Department of Health Funding and works in conjunction with other charities
working where needs coincide.

For second piece of the Jigsaw, a Fund Raising Session followed.  Helen Maliniak of MNDA stated that there was great competition for funds
during the current difficult economic climate.  Our income current is £13.3 million, of which £6.8 million is raised by National Campaigns, £2.4
million by Branches, £3.3 million from legacies and the balance from earned income.
Fund raising is spread over a very wide range of activities, so we are not too dependent on any one activity.  Our fund raising has resulted in
people with MND needing wheelchairs, getting them within 2 weeks
Pamela Fry of MNDA said we need to plan our fund raising carefully, work out what we need and organise ourselves to raise those sums.
Regional Fund Raisers help branches in fund raising in many ways from advice to materials.  They also helps individuals who raise more than
£1000.

The third piece of the jigsaw, was presented by Alison Railton of MNDA.  This session discussed the various ways in which MNDA works with
external organisations to achieve objects for the benefit of the members.
Legislation and changes to the NHS, social services and welfare all impinge on persons living with MND.  Problems which may occur in any these
areas are identified and followed by campaigning and lobbying to achieve change.
Some areas where our activity has been recognised and changes or support has arisen:

● Government Grant to expand wheelchair services.
● Official Guidance on MND to be issued by NICE.
● All Party Group Audit of PCT’s revealed only 15% kept records of population with MND

NHS reforms since April 1st 2013 are not expected to have much affect on people living with MND.
Social Care delivered by local authorities will change in 2015/2016.  This will include the capping of charges.
MND is working with other Neurological Charities and Terminal Illness Charities in areas

● Social Care Free at the End Of Life
● Social Care from local authorities
● The Benefits System

The final piece of the jigsaw was an excellent presentation by Professor Nigel Leigh of Brighton and Sussex Medical School.
Professor Leigh talked about research into cures for MND.  He started by asking what are we looking to achieve, it may never be possible to
cure MND, but it may be possible to prevent it and it may be possible to arrest it’s development
There are hereditary forms of MND and Sporadic forms, which have no familial origin.  In 1993 there were no effective therapies, when the
first Gene Mutation was discovered, today there are 12 Gene mutations implicated and it appears 20% of MND is caused by gene mutation.
The professor suspects that all MND is caused by gene mutation
There is a lifetime risk of 1 in 400 and we are able to recognise cognitive changes with other MND type diseases. In 1993 there were no known
biomarkers, whereas now with MRI scanners we are able to measure cell damage.
In 1993 no Clinical Measures had been validated, whereas today several had been validated and  many drugs have been developed and
undergoing trials.  Indeed one riluzole is in use and has a modest effect on survival.  It is not known if any of the developed drugs will be
beneficial, but all will be exhaustively trialed.

There was a good amount of time allowed for questions and these were answered effectively and at length by both Professor Leigh and the
MNDA Team.
There was plenty of time to meet other delegates and to view the selection of  exhibition stands. The Ashford International Hotel is an
excellent venue, easy to get to, providing a good room for the conference as well as an excellent lunch, and refreshments.

http://www.mnda-eastkent.org.uk 
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wasn't very often needed) and arranging
local support groups for anyone to pop in
to meet others in a similar situation.
It also involved liasing with other profes-
sionals such as GPs, nurses, occupational
therapists, physiotherapists, speech ther-
apists and colleagues working for The
MND Association. I sit on The East Kent
MND Association committee where volun-
teers & professionals meet to discuss vari-
ous projects, which help people living with
MND, raising awareness of MND and rais-
ing funds to be spent on local people living
with MND.
A considerable amount of support is pro-
vided by staff based at The Pilgrim's Hos-
pices in East Kent.  The Hospices provide
their own assessments often leading to the
provision of attendance at the Day Hos-
pice, for social intervention, or an admis-
sion for planned respite care, or symptom
control.  If and when needed 'end of life
care' is provided, whether that be in the
hospice or within the person’s home.
These are all vital components in the provi-
sion of a comprehensive & effective serv-
ice. This proved invaluable as specialist
services are severely limited.
Over the years I have been very privileged
to work with hundreds of people diagnosed
with MND. The majority of these people
never complained, even though they had
every right to. Instead they would strive
to make the best of the devastating situa-
tion that they found themselves in. What
they confided in me stays with me. To say
that they inspired me is an understate-
ment.
In the past 4 years, Chrissie Batts MND
Nurse Specialist has joined us.  Chrissie is
the first MND Nurse in Kent, doing a lot
of the liaison work that I did & more.  To-

gether we have worked to ensure people get
the care that they need as quickly as possible.
After working for Health & Social Care for
over 45 years, I have recently retired, I
don't know yet whether I have done the right
thing, time will tell. I do know that I will miss
everyone, and I am very thankful for the
years of experience.

Tribute to Brian Sackett

“We really appreciate all the hard work and
support from Brian both as chair and as a
committee member. Brian has always been
willing to help with various tasks we’ve asked
of him whether it be to meet with someone
who is interested in volunteering to speaking
to AVs from around the country at our AV
forum. All at the Association  wish Brian well
for the future and thank him for his hard
work and dedication over the past 7 years”.

Thanks

Annabel Lotsu - MND Association
Volunteering Development Co-ordinator London &
South East

http://www.mnda-eastkent.org.uk 
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Support Meeting Saturday 9th February

The latest of our regular Support Meetings was held at Ramsgate garden centre Saturday 9th

February, organised by Hazel Watts and Chrissie Batts.
A small group met and enjoyed two hours of socialising, chatting ,drinking coffee and tea,
exchanging their stories, offering hints and tips about how they are coping with living with MND.
Discovering how to use IPad's  on a daily basis.
Newly diagnosed people living with MND were made welcome.
Several East Kent committee members offered their support by attending namely Judy, Joan,
Beryl and Brian.
All agreed  it was a most successful meeting

Support meetings for all

The East Kent Group run regular Support Meetings, which are very informal and family and
friends are most welcome.
It’s an opportunity to meet other people living with MND, their families and carers and also
meet members of the local committee.
Members of MNDA will receive an individual invite prior to each meeting to confirm the date and
venue as occasionally this may change.
Sometimes we have guests, such as Local MP’s, and Professionals.  The Lord Mayor of Canterbury
will attend the Sturry meeting ( 21st September 2013).
Do pop in if you would like to learn more ,or simply want a cup of Tea or Coffee.
All are welcome.

Future Support meetings:

All meetings 11.00 – 13.00
18/5/2013 Red Cross Centre Folkestone CT19 4AY
22/06/2013 Ramsgate Garden Centre CT11 7ET
21/09/2013 Sturry Guide and Scouts HQ Canterbury CT2 ONR
30/11/2013 Red Cross Centre Folkestone CT19 4AY

MND Charter

This contains five key points which remind professionals of the importance for people living with
MND to have access to diagnosis and support. Please write to your local MP and ask them to sign
up to the MND charter.
Template letters are available by email, contact campaigns@mndassociation.org or phone 020
8551 2152 or visit www.mndcampaigns.org/takeaction.

mailto:campaigns@mndassociation.org 
http://www.mndcampaigns.org/takeaction.
http://www.mnda-eastkent.org.uk 
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Regional Care Development advisor - Sara Jane Murray, Tel 0845 375 1849
Sara.murray@mndassociation.org

National office:  01604 250250, enquiries@mndassociation.org
MND Connect:    08457 626262, mndconnect@mndassociation.org
MND Association website, www.mndassociation.org

Offers support, information and advice to people living with MND and to health and social care professionals and
volunteers.

Chairman 01227 721627
info@mnda-eastkent.org.uk

Website and Newsletter Clive Hudson

Webmaster@mnda-eastkent.org.uk
Association Visitor Judy Keay

075 805 175 33
judy.keay@mnda-eastkent.org.uk

Treasurer John Hamer

Committee Members Hazel Watts, Jim West, Astra West, Joan Whitehead,
Chrissie Batts, Beryl Gisby, Sheila Ramdular, Wendy
Sansom

Regional Fundraiser - South East Pam Fry
pamela.fry@mndassociation.org
tel 01202 849 151 mobile 07918 652201

Thumbprint available on line www.mndassociation.org/membership

Online Forum forum.mndassociation.org

National Help Line - MNDConnect
Mon - Fri 9.00 - 17.00 and 19.00 - 22.30
Local charge call

08457 626262

Mndconnect@mndassociation.org
Volunteering Development Coordinator Annabel Lotsu

annabel.lotsu@mndassociation.org
direct line 08453 751838

mailto:Sara.murray@mndassociation.org
mailto:enquiries@mndassociation.org
mailto:enquiries@mndassociation.org
mailto:mndconnect@mndassociation.org
http://www.mndassociation.org
mailto:info@mnda-eastkent.org.uk
mailto:webmaster@mnda-eastkent.org.uk
mailto:judy.keay@mnda-eastkent.org.uk
mailto:pamela.fry@mndassociation.org
http://www.mndassociation.org/membership
http://forum.mndassociation.org
mailto:Mndconnect@mndassociation.org
mailto:annabel.lotsu@mndassociation.org
http://www.mnda-eastkent.org.uk 

