2019

Spring Newsletter

Healthwatch is the independent consumer champion
created to gather and represent the views of the public

Healthwatch Central Bedfordshire launched ‘What
Would you do?’ to gather feedback from the public
on ways to improve local NHS services - P2

JUST ASK...

Talk to us, we are listening

HWCB is on the road again.
Join us in an area near you.
P7

Tackling Plastic Pollution &
Climate Change? P13

Tell us how you feel about any health or
social care service in Central Bedfordshire it has never been more important. You can
rate and review services on our website

www.healthwatch-centralbedfordshire.org.uk/services
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Welcome to a new member of the Board of
Trustees, Lynda Gazeley
Lynda originally trained in dance and drama, performing
professionally as a dancer before moving into teaching.
Following a family bereavement Lynda changed career path
and went into nursing. Lynda subsequently worked for the NHS
for over 20 years and gained considerable knowledge and a
wealth of experience in the health sector.
Lynda is a trustee of two other charitable organisations and
is fully engaged and supportive of her local community. As
a Welfare Officer for a local Youth Football Club, Lynda is instrumental in ensuring that the
decision making committee affects necessary change and improvements.
As a Company Director of Healthwatch Central Bedfordshire, Lynda is looking forward to being
involved in health and social care projects that make a difference and can influence service
design and delivery.

The government is investing an extra £20bn a
year in the NHS. The NHS has produced a Long
Term Plan, setting out all the things it wants
health services to do better for people across
the country.

Healthwatch Central Bedfordshire, in
collaboration with Healthwatch Bedford, Luton
and Milton Keynes (BMLK), launched ‘What
Would you do?’ to gather feedback from the
public on ways to improve local NHS services.

The Long Term Plan sets out what the NHS
wants to do better, including making it easier
for people to access support closer to home and
via technology, doing more to help people stay
well, and providing better support for people
with cancer, mental health conditions, heart
and lung diseases, long term conditions, such as
diabetes and arthritis, learning disabilities and
autism, and for people as they get older and
experience conditions such as Dementia.

Over 550 online surveys were completed within
BMLK, and 12 focus groups were held with
members of the local community for discussion
about Mental Health, Cancer and general health
services. All of their comments will be included
in our report to Healthwatch England in June.
On the following pages, hear how some Central
Bedfordshire residents think local NHS services
could be improved, for long term conditions, by
reading their stories.
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A human touch: Cancer survivor shares the key to great care
A man who has now been cancer-free for
almost ten years says that the way healthcare
staff treated him and his family during his
diagnosis and treatment for cancer made all the
difference.
He wants to see the NHS do more to enable staff
to provide the care people need – and is calling
on others to share their experiences to help
make this happen.
“I think it’s important that staff keep on
smiling and have a real human approach when
it comes to cancer care,” says 71-year-old Dave
Simpson from Flitwick in Bedfordshire. He was
diagnosed with oesophageal cancer in 2009 and
had several rounds of chemotherapy followed
by an operation at Addenbrooke’s Hospital in
Cambridge to treat the disease. He was given
the all clear nine months later.
“I had amazing support from my local hospital,”
says Dave, “I really can’t complain about the
treatment I received – it saved my life! But I
am very aware the doctors and nurses are firefighting at the moment due to lack of money
and outsourcing.
“I know that locally we are desperately short
of clinical nurse specialists, so I would like to
see more money being spent on recruiting and
retaining these nurses.

He says: “I thought
I had a hernia like
my Dad had, so when
they said cancer I
was shocked. I said –
crikey how long have
I got?”
“The most difficult part was telling my wife.
We had gone through a rough few years where
we had lost her sister, sister in law and her
grandmother, all to cancer.
“After the initial shock, the staff at the
hospital - especially my oncologist - really
brought a human touch to the whole
experience. We would talk mostly about the
cricket and not a lot about the treatment.
“It’s important that staff keep a real human
approach – they are angels, they really are.
The chemotherapy nurses deal every day with
patients who they know might not make it, but
they always have a smile on their face.”
Dave now has a passion for ensuring patients
have a say in how their healthcare is run. He is
the Chair of Healthwatch Central Bedfordshire,
volunteers for the local Macmillan Cancer
Group, and is on several patient advisory boards
and groups.

“My clinical nurse specialist was there for me
and my family throughout the whole cancer
journey. My wife Deborah knew that the nurse
was there for her and this took a great deal of
weight off my mind.”

He says: “I’m very pleased to say I was a bit
suspicious leaving feedback at first, I thought
it was simply a ‘tick box’ exercise but it is not.
The health services do actually listen – and not
just in cancer services but across the whole
range of health services.

Dave, who is now retired from his job as a
trade plate driver delivering new cars across
the country, started having problems with
swallowing food. After 15 months of intermittent
symptoms his wife persuaded him to visit their
GP. He had several procedures and biopsies and
was then diagnosed with oesophageal cancer.

“Your views do make a difference – it’s
important that those in authority know what
the public feeling is. I would encourage as many
local people as possible to have their say on
how the NHS Long Term Plan is implemented in
Central Bedfordshire.”
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How the NHS can make care better for people with Down syndrome
Two babies with Down syndrome are born
every day in the UK, according to charity Down
Syndrome Extra 21.
What does having a child with a learning
disability mean for a parent? What support is
available to help the child and their families live
happy, healthy lives?
Nicola, whose teenage son has Down syndrome,
shares her views about what would make
health services better for people with learning
disabilities.

Better training

Caring for a child with Down syndrome has meant
frequent visits to local health services for Nicola.
She told us she would like to see more training
for staff in providing suitable environments for
people with learning disabilities.

Nicola says it’s vital people don’t have to
struggle to get to the help they need.
“Central Bedfordshire is a very rural area with
limited public transport, so it is essential that
delivery is spread across the area and it’s not
immediately assumed that certain care can
only be delivered in a hospital.”

Help people help the NHS

It is not always necessary to see a doctor.
With the NHS under increasing pressure, Nicola
says it’s vital that people understand which
services they should use and when.

“Life with a disabled child is certainly different with frequent need to call on the health service.
Mainly I want professionals to see the child first
and not the Down syndrome. I want to be treated “I feel we should train people to use the NHS
wisely and only use urgent services when
with respect and listened to when I know how I
absolutely necessary, but equally not to ignore
want my child treated.
symptoms that need looking at.
My child has had some wonderful care from
dedicated caring staff, but there have been gaps Wider use of pharmacies could reduce
in provision. Services such as speech therapy are pressure on GPs, as well as increased Skype
consultations. We must be careful not to rush
stretched very thinly. I would like to see more
training for staff in recognising and working with to a total move into online services as many
do not have access to the internet or do not
people with learning disabilities and providing
want to use it, but the option to do so would
suitable environments for care.”
be good.”

Easier access to support

Finding information and support can be a
worrying and stressful process. Accessing services
in rural communities can be even more difficult.
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A quadriplegic man from Central Bedfordshire would like to see more
joined up hospital appointments to help cut journeys down for those
living in rural areas.
Michael Hyde has severe Multiple Sclerosis which
resulted in him having both legs amputated and
losing the use of his hands and arms.
In the last 12 months alone – he has had 23
separate hospital appointments, many of which
he feels could have been reduced if tests and
scans were offered on the same day.
69-year-old Michael said: “It would be nice
to have one appointment rather than several
appointments, so if I needed a scan, blood tests
and a consultation I could have these all in the
same day, rather than going backwards and
forwards.

He is now in a wheelchair
and has a carer who looks
after him eight hours a day
to help get him out of bed
and cook his meals.
Michael continued: “I have
had many health problems
over the years – mastitis,
two collapsed lungs, thrombosis, infections but
there’s no point dwelling on this, I just make
the most of what I have and the health and
care I have received on the whole has been
excellent.

“The district nurses are always wonderful.
Communication can sometimes be difficult when
“But really on the whole I cannot fault the
treatment I have received over the years – all the I need to call them but when I do see them,
they are caring and they know what they are
doctors and nurses have all done what they said
they would do and I have had excellent care.”
doing.”
Michael first had symptoms of MS back in 1986
when he was working as a lorry driver, chimney
sweeper and retained firefighter. He explained:
“I was around 36 at the time and was busy with
my various jobs.
“Half my face went numb and initially doctors
thought it was Bell’s Palsy. But several scans and
tests later the doctor thought I could have MS
but told me to carry on as normal. As the years
went by, my symptoms became more apparent
and eventually I had to give up the fire service as
I struggled to breathe through the apparatus and
my legs started to give way.”
The grandfather of six was offered a desk job at
the haulage company he worked for and retired
a few years ago after his arms stopped working.

Michael keeps himself busy as a Healthwatch
Central Bedfordshire volunteer and twice a year
goes on European cruises with his carer. He said:
“I don’t believe in feeling sorry for myself. I
have lost a lot of friends through MS, people I
have got to know through the MS respite centre
but you can’t sit and wallow.
“My health is getting worse, I know that, but I
can’t do anything about it, so I just get on with
life! I would say to other people who may have
an issue about local health services or can see
where improvements could be made – please
don’t moan about it – go and tell somebody.
“People need to do something about it and
taking part in this Healthwatch survey is one
of the ways they can make a difference and be
that change!”
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Meet one of our Volunteers, Christine Sheppard
I became interested in health and social care when working as a young parent
‘volunteer’ and then paid community development worker whilst living and working
in a well-known community centre in Bethnal Green, East End of London in the
1970’s.
I learnt how our health is influenced by so many things - where you live, your class
background, access to enough money and resources, your ethnicity, whether you are male or
female and so on.
When I discovered there was an actual statutory organisation whose job it was to act on behalf
of patients and the public to the NHS, I became an active member of the local Community Health
Council (CHC), very similar to today’s Healthwatch.
In 2014 I moved from East London to live in Leighton Buzzard and became a volunteer for
Healthwatch Central Bedfordshire (HWCB). As a HWCB volunteer, one of my roles involves
representing HWCB on the local Patient Participation Group (PPG) Network. I also work with other
volunteers on establishing the Leighton Buzzard Voluntary Transport service which takes older
vulnerable people, who do not meet the criteria for Patient Transport Services, to their outpatient
appointments. I plan to do whatever I can to raise awareness of the climate emergency that we
are now facing that is the most serious threat to our health and well being. I also regularly attend
HWCB’s ‘Just Ask’ events and enjoy meeting local people, talking about their lived experiences.

JUST ASK...

Talk to us, we are listening

HEALTHWATCH CENTRAL BEDFORDSHIRE
ON THE ROAD AGAIN IN 2019
If you would like to find out more about health, social care, housing and other services that are
available in your local area please come along to one of our JUST ASK events.
At our first event in Dunstable on 17th May, we will be joined by representatives from several local
voluntary organisations and community support groups. There will also be an NHS representative
supplying information on Diabetic Education plus Minds2Gether and Age UK Beds.
We are always keen to hear your personal experiences so please stop by and share your views on
local health and social care services.
Please help us promote ‘JUST ASK’ by displaying our poster that can be found on Page 7.
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JUST ASK...

Talk to us, we are listening

Healthwatch Central Bedfordshire will be visiting an area
near you to provide information, advice and guidance about
local social care, health, housing and additional services.
We will be joined by our partner organisations and local
voluntary groups.
Please come along to find out more about the services
available in your local area.

DATE

VENUE

TIME

Friday 17th May

ASDA car park, DUNSTABLE, LU5 4JD

9 - 1.30pm

Friday 14th June

Market Square, SANDY, SG19 1JA

9.30 - 1.30pm

Sunday 7th July

Ampthill Gala, AMPTHILL, MK45 2HX

1 - 5pm

Friday 12th July

Morrisons, HOUGHTON REGIS, LU5 5BJ

9 - 1.30pm

Friday 26th July

Market Square, BIGGLESWADE, SG18 8AQ

11 - 4pm

Tuesday 27th August

High Street, LEIGHTON BUZZARD, LU7 1EU

9.30 - 1.30pm

Tuesday 10th September

The Greenacre Centre, STOTFOLD, SG5 4HG

9.30 - 1.30pm

Contact Dee Dillistone for more information
Tel: 0300 303 8554 or email dee.dillistone@healthwatch-centralbedfordshire.org.uk
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Young Healthwatch volunteers are continuing to meet on a regular
basis to discuss current and future activities of the group.
As a result of their active promotion of young Healthwatch across
Central Bedfordshire they were very pleased to see their membership
grow and have recently welcomed new volunteers to the group.

Young Volunteers in their new t-shirts

Period Poverty Project
At one of their first meetings in October 2019, Young Healthwatch Volunteers
discussed current health and social care issues that have raised concerns with
young people.
One of those concerns was the revelation that some young girls were not
attending school as they did not have the correct sanitary products available
to them or provided within the school.
Illustrated by Hazel Mead

To address this issue, and to investigate further how this affected young girls living in Central Bedfordshire,
Young Healthwatch members developed a survey, completed interviews and introduced the ‘red box’
scheme into their own schools in Central Bedfordshire. The Red Boxes can be placed in any school, office or
shop, for people who wish to donate sanitary products.
Young Healthwatch members will analyse the results of the survey, and the interviews conducted, and
prepare a report of their findings which will include their recommendations to address this issue and
prevent young girls from taking time out of school.
The good news is that since this project began the government has agreed to place free sanitary products
in all secondary schools from September 2019. However, this still needs to be more widespread to include
primary schools and managed appropriately.
If you would like more information about the ‘Red Box’ project please contact Amy Eymor, details below.

Enter and View Training
Part of the local Healthwatch Programme is to carry
out Enter & View visits. Local Healthwatch
representatives carry out these visits to health and
social care services to find out how they are being run
and make recommendations where there are areas for
improvement.
Young Healthwatch members have recently received
appropriate ‘Enter & View’ training and are keen to
put their learning into practice by visiting health and
social care services such as hospital wards, surgeries

Young Volunteers at Enter & View Training

and care homes. The young people will then be
able to report their findings from their unique
perspective. If you would like a group of young
Healthwatch volunteers to visit your service please
contact Amy Eymor at HWCB, details below.

If you would like to join Young Healthwatch Central Bedfordshire, please get in touch with
Amy Eymor, Youth Engagement & Volunteer Officer on 0300 303 8554, or by email amy.eymor@
healthwatch-centralbedfordshire.org.uk
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Cameron’s successful Apprenticeship Application
Young Healthwatch Central Bedfordshire would
like to congratulate Cameron, one of the
Young Healthwatch Volunteers, who has been
successful in his apprenticeship application with
Cancer Research.
He will be joining senior scientists at Cancer
Research as Apprentice Science Manufacturing
Technician - Advanced Therapies.

This fantasic
opportunity will then
lead to a job offer
from Cancer Research
at the end of his
apprenticeship.

Talk to us, we are lis-

It is a two year advanced apprenticeship,
meaning he will receive the equivalent of two A
levels on completion. If, or should we say when,
he passes, he will be offered a level 5 (degree)
apprenticeship, meaning he will work towards
his Batchelor of Science Degree whilst still
working.

Cameron passed on
huge thanks to us at
Young Healthwatch
Central Bedfordshire,
as he believes being
Cameron
part of the team really
elevated his application and interview, putting him
head and shoulders above the rest. We are so proud
of Cameron and wish him every success for the
future, and we are also delighted that Cameron will
be continuing as a Young Healthwatch Volunteer.

Young Healthwatch Central Bedfordshire is awarded the Youth Work
and Positive Activity Grant
This fund has been set up by Central
Bedfordshire Council’s Youth Support Service to
provide grants to encourage and enable young
people’s participation in positive activities and
personal development opportunities across
Central Bedfordshire.
The purpose is to enable young people to
voluntarily take part in, or initiate, planned
and purposeful activities that clearly benefit
their health, learning or social and personal
development.
The Council awarded the Youth Work and
Positive Activity grants between October 2018
and February 2019 and the suggestion of First
Aid Training for Young People by HWCB was
one of the successful nominations.

The First Aid event is taking place on Tuesday, 28th
May.
For digital readers of this newsletter, please click this
link Eventbrite to book your place. You can also find
booking details on our website:
www.younghealthwatch-centralbedfordshire.org.uk
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Mental Health Report
Healthwatch Central Bedfordshire (HWCB)
hears regularly from people with mental
health issues. Their feedback and experiences
have prompted HWCB to prioritise work in
this area and further strengthen the evidence
from a local perspective.
Over 70 users and carers contributed to the
project and the report, due to be published
soon, is entitled ‘I am Not My Mental Illness’.
It was very important for people to be seen as
a person, not as their diagnosis. There were
a number of issues highlighted and the report
seeks to make recommendations to improve
user/carer experience.
Stakeholders are committed to hearing from
local people and HWCB will continue to work
with key partner organisations and statutory
organisations to drive change and improve
service provision and support.

HWCB Upcoming Projects
All the projects listed below seek to gather feedback from real life experience, to consider
evidence, highlight any inequality and make recommendations to key stakeholders:

Homelessness

dDeaf

General Access

Hearing from the homeless
community about their
experience of access to
health and social care
services

Seeking to understand
the barriers to health and
social care

Acting on feedback from
people who have difficulty
accessing services
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Enter & View
Update

Orchid Lawns, Steppingley, is a residential
care home designed for older people with
dementia. Concerns were raised with
Healthwatch Central Bedfordshire that
residents were not encouraged to take part in
any activities and were not receiving sufficient
stimulation throughout the day.

Observational
visit

Sexual Health
Clinic

Orchid Lawns
Care Home

Acting on issues raised with HWCB we
arranged to conduct an Enter and View
visit to the Care Home on 10th April 2019.
Findings of our visit will be highlighted
in a full report available to view on
our website which will include HWCB’s
recommendations for improvement.

Young Healthwatch volunteers will be conducting an
observational visit to the Sexual Health Clinic in Luton
in the near future. They will report their findings in a
full report which will be available to view on HWCB’s
Young Healthwatch website.

Following our visit to Leighton Road Surgery in Leighton
Buzzard on 24th January 2019, we will be returning to
the surgery to specifically speak with patients as we did
not feel that we had received a sufficient number of
patient responses to our questionnaires. The majority
of feedback was received from some of the Patient
Participation Group Members and HWCB are keen to
hear from more patients to better inform our report.
HWCB will assemble a number of volunteers to support
the visit and speak to patients in the various waiting
rooms at Leighton Road Surgery. It is anticipated that
the additional visit will take place in May/June 2019.

Leighton Road
Surgery
Upcoming
Re-visit
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What a fantastic, insightful
and powerful play
The production of Phyllis at The Rufus Centre
on 13th March was powerful and insightful, with
every member of the audience engaged with the
story.
This story of one woman and her family
navigating the complex system of older people’s
care is peppered with true stories of Health
and Social Care Services that are not joined
up, and highlights the need to form seamless
cross-organisational partnerships, to work
better together for the best interests of our
populations.

For the post-production discussion, Janice
Connolly, who played Phillis, asked the audience
to focus on good ideas to affect real change.
A number of audience members felt that this
would be a great play for younger audiences in
schools and colleges to help them understand
and prepare for these issues earlier and
communication was a strong theme.
The Phyllis Feedback report can be found
on the HWCB website at www.healthwatchcentralbedfordshire.co.uk, or call the office
direct on 0300 303 8554 to request a copy.

Image taken from Women & Theatre website

P13

Community News

Tackling Plastic Pollution & Climate Change!

An article by HWCB Volunteer, Christine Sheppard, who is featured on page 6 of this newsletter

“Plastic is a very useful product which has
been widely used since World War II.”
But now plastic pollution has become a
widespread, serious problem and 12 million
tonnes of it pour into our oceans every year,
with more in landfill, lakes and rivers.
Plastic is a product made from the fossil fuel
industry (oil, gas, coal) and it’s not just plastic
bags, bottles, crisp packets, coffee cups but
vast quantities of microplastics from tyres,
synthetic cloths and paints, which are entering
our food chain and water supply. Only 9% of
plastic waste is actually recycled- mostly taken
to landfill or incinerated (both methods cause
pollutants).
The effects of this on human health are being
researched but are currently unknown.
We, the public, are now increasingly aware of
this, and the urgent need to take action - but
what can we do about it?
There is lots we can and are doing! All over
the country in villages, towns and cities people
are getting together to plan plastic pollution
reduction.

Such as:
• phase out unnecessary singe-use plastic
items
• take your own refillable cup and bottle
for water with you when you are out and
about
• carry your own reusable bag
• talk to shop-keepers, cafes and encourage
them to reduce their use of plastic
• refuse plastic bags in supermarkets, shops,
cafes, pubs (no more plastic straws!) and
encourage them to reduce their plastic use
• list local shops that offer alternatives
to plastic bags, e.g. shops that put food
into your own containers; shops that sell
plastic-free cosmetic and bath products
For lots more information and inspiration on
what you and your family/friends/neighbours
can do, see Surfers Against Sewage (www.sas.
org.uk) or contact South Beds Friends of the
Earth (www.southbedsfoe.co.uk).
A small delegation from South Beds Friends
of the Earth met with MP Andrew Selous in
February to ask him to back national Friends
of the Earth’s call for stronger legislation on
plastic pollution in the upcoming Environment
Bill this Spring.

In Leighton Buzzard, with the help of South
Beds Friends of the Earth, we are getting
together to reduce plastic pollution in the
town.

South Beds Friends of the Earth with MP Andrew Sewage
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Bowel Cancer Awareness
Bowel Cancer UK is the UK’s leading bowel
cancer charity. They are determined to
save lives and improve the quality of life of
everyone affected by bowel cancer. They
support and fund targeted research, provide
expert information and support to patients
and their families, educate the public and
professionals about the disease and campaign
for early diagnosis and access to best
treatment and care.

The facts about bowel cancer
Every 15 minutes in the UK someone is
diagnosed with bowel cancer. It’s more
common in the over 50s but it can affect
people of all ages. Around 268,000 people
living in the UK today have been diagnosed
with the disease.
Bowel cancer is the UK’s second biggest
cancer killer but it shouldn’t be. It’s treatable
and curable especially if diagnosed early.
Nearly everyone survives bowel cancer if
diagnosed at the earliest stage, however this
drops significantly as the disease develops.
Early diagnosis really does save lives.

Local doctors speak out in support of Bowel
Cancer Awareness. As part of Bowel Cancer
Awareness Month in April, doctors are
urging people in Luton and Bedfordshire
not to let fear or embarrassment stop them
from seeking help.

Being aware of the key symptoms and visiting
your GP if things don’t feel right can help
increase chances of an early diagnosis.

Read Bedfordshire CCG’s article here:
https://www.bedfordshireccg.nhs.uk/
news/?story_id=1207&id=3710&area_id=116
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Do you find reading books difficult?
Listening Books is a national audiobook library
that provides a fantastic range of titles for
those who find it difficult to read or hold a
book, due to an illness, disability, mental
health or learning difficulty.
Listening Books currently have a number of
free memberships available for people living
in Bedfordshire, who would find their usual

membership fees (between £20-£45 per year)
difficult to cover. They don’t ask for any
financial proof, just a self-declaration that
the fees would be a barrier to joining. For
more information, visit: www.listening-books.
org.uk, or contact Claire Gosden on 020 7407
9417, or by emailing: cgosden@listeningbooks.org.uk.
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If you would like this newsletter in another format
please contact the office on 0300 303 8554 or email
info@healthwatch-centralbedfordshire.org.uk

Heathwatch Central Bedfordshire
Capability House Wrest Park
Silsoe
Beds MK45 4HR

www.healthwatch-centralbedfordshire.org.uk
tel: 0300 303 8554
e:

info@healthwatch-centralbedfordshire.org.uk
@Healthwatch_cb
Facebook.com/Healthwatch Central Bedfordshire
hw_centralbeds

