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Hidden plight
of workers hit
by dementia

DEMENTIA is a condition often perceived
to affect older people – but there are sig-
nificant numbers of people under 65 dia-
gnosed.

In fact, there are even people in their 30s
who suffer from working age dementia.

In the face of a growing demand, Tracey
Evans helped to set up the working age
dementia service in 2009.

She believed it was vitally important to
create a dedicated unit to help people with
the condition.

She said: “It’s not as well known and just
a small number in comparison [to demen-
tia among the elderly] but there’s still a
number of individuals who get dementia
below the age of 65.

The youngest we’ve had was 37 at the
time of his diagnosis – it’s not just in the
early 60s.”

The service, which covers the entire

county and has been running for four
years, now addresses a specific need – as
working age dementia can represent dif-
ferent challenges.

“The differences apart from the obvious

DEMENTIA is not a disease but
a collection of symptoms that
result from damage to the
brain.

These symptoms can be
caused by a number of
conditions. The most common
cause of dementia is
Alzheimer’s disease.

Common symptoms of
Alzheimer’s disease and other
forms of dementia include:
■ Memory loss, especially
problems with short-term
memory
■ Increasing difficulties with
tasks and activities that
require concentration and
planning
■ Depression
■ Changes in personality and
mood
■ Periods of mental confusion
■ Difficulty finding the right
words
Early symptoms of dementia

are often mild and may get
worse only very gradually. This
means that the person with
dementia and those around
them may not notice these
signs or take them seriously
for some time. Also, people
with dementia sometimes do
not recognise that they have
any symptoms.
Dementia is progressive. This

means that the person’s brain
will become more damaged
and will work less well over
time and their symptoms will
tend to change and become
more severe.

Sy m pto m s
to recognise

There are around 250 people in Nottinghamshire
who have been diagnosed with working age
dementia. Peter Blackburn reports on a condition
not widely understood.

age are often that it’s just not
expected – it’s hard to come to
terms with.

“And often, these are phys-
ically fit and active people who
have jobs – being employed can
create a lot of problems.

“The spouse might have to
decide whether they can con-
tinue to work.”

The service is run centrally
from the Queen’s Medical
Centre and Mansfield and cov-
ers the whole of the county –
with local teams helping
people in their own area, em-
ploying about 20 people in
total.

Tracey was involved from
the very beginning.

She said: “I developed the
strategy – why we needed the
service and what it would look
l i ke.

“It was done in conjunction
with service users and carers –
they had a strong voice and
input.

“One of the things they
wanted was a clear pathway of
referral – before the service
younger people with dementia
could go down a number of
pathways – they wanted a clear
ro u t e. ”

There are about 15,000
younger people with dementia
across the UK and Tracey is
clear what the main purpose of
the service is.

She said: “We focus on early
diagnosis and making sure
people are referred early to
u s. ”

The priority for the service is
maintaining individuals in the
community with community-
based services as its focal
point.

Service users will be re-
ferred to their community
team working in the area
where they live and will be
able to access specialist com-
munity nurses and occupation-
al therapists for ongoing as-
sessment, treatment and sup-
por t.

If you are worried about working age
dementia you can go to your GP.
If you would like more information

contact:
Tracey Evans, Occupational Therapy

Consultant in Working Age Dementia,
General Management Suite, 76 Portland
Street, Kirkby-in-Ashfield, NG17 7AQ.
Or you can call on 01623 785431

NIKOLA Voce’s life changed
forever in April 2005.

Her husband, Steve, was
diagnosed with working age
dementia after months of con-
fusing symptoms.

Nikola, 39, of Carlton, said
she had known something
was wrong for a while.

“I had noticed him strug-
gling with the phone keypad
and he didn’t recognise a 20p
piece. It was odd,” she added.

“We were on a holiday and
people started noticing things
were wrong – it was mainly
his speech difficulties – he
was quite an elegant speaker
b e fo re. ”

The diagnosis came after
Steve, 59, was taken to his
G P.

Nikola, said: “We went to
the GP and he did a mini-men-
tal test – it was about ten
q u e s t i o n s.

“He couldn’t draw an oc-
tagon and was putting the
numbers in funny positions
on the clock face.

“He was referred to the
hospital where they did
loads of tests.

“The brain scans took
about a year – it was the final
confir mation.”

While it was a devastating
piece of news, Nikola said

they both tried to take it in
their stride.

She added: “We didn’t react
very much on the spot – he
d i d n’t realise we didn’t know.
We started talking about it on
the way home.

“There was a fair level of
acceptance because you get
an inkling that something is
w ro n g .

“Although it’s about the
worst thing they could have
said, there is
also noth-
ing you
can do

about it. He accepted it but
d i d n’t want to know much
about it. We didn’t really talk
about it, we just adapted. And
I took on more and more of
helping.”

One of the main differences
in the impact working age
dementia has on people is
that sufferers are often in em-
ployment at the time.

Nikola said: “He had been
working for a college teach-
ing IT and then did some ad-
min work at a charity because
he was having difficulties

teaching – although at the
time we thought it was just a
job he didn’t like.

“They asked him to do a
spreadsheet he had done
many times before and he
d i d n’t know what it was.

The onset of dementia
changes life significantly for
both the sufferer and their
loved ones.

Nikola said: “The relation-
ship changes subtly over the
ye a r s.

“If we’ve got a problem, we
used to talk it through. It was
a close relationship but
gradually I learned not to
bring certain topics up be-
cause he didn’t understand or
it would put pressure on
him.

“He couldn’t be of any sup-
port to me any more – we lost

that element quite a few
years ago.

“You just get on with it
but when you have a mo-
ment to stop and think you

realise you miss that, being
able to say what happened in
the day, normal things.

“He’s not spoken proper
words for three years now,
although he does still recog-
nise me – he still smiles like
it’s nice to see me.”

Nikola cared for Steve at
home for six years until it all
got too much.

He was suffering with anxi-
ety and hallucinating. He’s
been in a care home for two
years now.

Nikola said: “He’s quite late
stages and has been in a nurs-
ing home for over two years.
He’s got a lot of nursing needs
and he can’t do anything for
himself. He can’t feed him-
s e l f. ”

And Nikola is clear that
working age dementia is
something that needs to be
more thoroughly understood
and people need more help.

“The service wasn’t set up
when he was diagnosed – I
think it really is needed. I
thought there would be all
sorts of services but there was
nothing here at all. The fact
the team exists is a massive
b o nu s.

“But it’s the social things
they need more though after
diagnosis – more social ser-
vices need to be available.”

NOTTS County FC Football in the
Community’s (FITC) aim is to
make a positive difference to
people’s lives and support some
of the most disadvantaged and
isolated people in Nottingham.

FITC’s latest social inclusion
project is their Working Age
Dementia sports activities
project which has been delivered
at Portland Leisure Centre in The

Meadows for the last seven
months. Working closely with the
Alzheimer’s Society, coaches
deliver gentle physical activity
sessions, allowing participants to
make new friends and reacquaint
themselves with old skills or
learn new ones.
Sessions involve 12 male

participants of working age
(between 40 and 65 years old)
and their carers are welcome to
take part too. There is limited
provision for this group locally, so

Football club’s goal of
making a difference

FITC have applied for funding to
sustain the project for as long as
possible, based on the
overwhelming benefits that
participants and their carers
experience.
Lead coach Dave Ellis has built

a rapport with the group and
delivers a wide range of
interesting sports sessions,
including rowing, cricket, football,
badminton, circuit training and
using the easyline gym, among
others. The club provide free
match tickets to Notts County
home games and have arranged
a ground tour of Meadow Lane
for participants to see behind the
scenes.
Helen Byrne of the Alzheimer's

Society said: “The work at Notts
County encourages participants
to remain fit and healthy, which
is particularly important for
people living with dementia. We
are delighted to be supporting
the club with it and believe that
the better people feel, the better
life will be for them and those
around them."
Ian Richardson, former Notts

County captain and current
Activity Manager at FITC said:
“We have seen that the social
side of the project is extremely
important. Carers can have a
break while we deliver sessions
and participants meet new
friends. Everybody leaves with a
smile on their faces. Carers tell
us that participants look forward
to Wednesday afternoons, as
we’re able to offer them an
afternoon of fun activities that
benefit their physical and mental
health and wellbeing.”

Dealing with
dementia:
Tracey Evans
talks to a patient.

Diagnosis:
Nicola Voce
knew there
was something
wrong with her
husband Steve
for some time.

Training sessions: Ian
Richardson.
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DOES DEMENTIA
AFFECT YOU?

Terms and conditions: Entrants must be aged 18 or over. Standard Local World promotions rules apply, see www.thisisnottingham.co.uk/houserules for
details. Please obtain bill payer's permission before entering. By using this SMS service you are agreeing to receive occasional SMS messages from Local
World informing you of promotions, offers and services. You will not be charged for receiving these messages and may opt out my texting STOP to the
originating number. Prize is as stated and no alternatives will be offered. Winners will be the first correct entries drawn at random after the closing date and
will win a pair of tickets for the show and the winner chosen 1st will win the pushchair and a pair of tickets. Winner will be contacted by phone or post after
the closing date. Customer Service: 0800 839 173. Promoter is: Nottingham Post Media Group Ltd, 3rd Floor City Gate, Tollhouse Hill, Nottingham, NG1 5FS.

Win a Maxi-Cosi pushchair & tickets to The Baby Show!
The Nottingham Post have teamed up with The
Baby Show and Maxi-Cosi to offer one lucky reader
a new Maxi-Cosi Streety Plus Mix & Match pushchair
and a pair of tickets to The Baby Show. The Streety
Plus is a lightweight, from birth pushchair that can
be customized with interchangeable colour packs
for a personalised look. 4 lucky runners up will also
win a pair of tickets.

The Baby Show, the UK's biggest pregnancy and
parenting event and an essential part of the
parenthood journey for over ten years returns to
NEC Birmingham from 17-19 May 2013.

For your chance to win tickets, answer the question
below and text in as directed:

Question: What is the name of Beyonce's baby daughter?

A: Marnie Rose B: Blue Ivy C: Romy Hero

Text: NP followed by DAUGHTER, your answer (A, B or C) your
NAME, HOUSE NUMBER and POSTCODE to 65100

Example: NP DAUGHTER C HELEN WILLS 10 NG1 5FS

This text service costs 50p plus standard network SMS rate.

Closing date: Midnight, 1st May, 2013

The Baby Show is a unique shopping
opportunity with fantastic offers on top
products and a great day out for all the family.
With a host of great features and facilities on
offer, it's the place to browse 1000s of products
from 100s of trusted brands and to try,
compare and buy all the latest innovations that
will make life with a new baby easy and fun. To
find out more visit www.thebabyshow.co.uk
You can also receive up to 40% discount on
your ticket to The Baby Show by just typing in
the discount code LH001 when you buy online
at www.thebabyshow.co.uk
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YOU’LL REMEMBER
DAYS LIKE THESE

NOTTINGHAMSHIRE COUNTY SHOW

11&12MAY

FREE PARKING CHILDREN GO FREEFREE PARKING    CHILDREN GO FREE

OFFICIAL MEDIA
PARTNER

Tickets now on sale!
www.nottinghamshirecountyshow.com

Keep your eyes in the Post and on Facebook to
find out how you can WIN TICKETS!
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