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The A
ngela Project 

The A
ngela Project w

as dedicated to A
ngela 

w
ho w

as diagnosed w
ith dem

entia at 51 years 
of age.  

She had
 sym

ptom
s for three years before 

getting a
 confirm

ed
 diagnosis.   

M
a

ny other people experience d
iagnostic 

d
elays like A

ngela. 

O
ur aim

s w
ere to im

prove diagnosis and  
post-diagnostic support for younger people 
living w

ith d
em

entia a
nd

 their caregivers. 

O
ur public and

 patient involvem
ent group 

played
 a vital role a

nd
 inform

ed the d
esign  

of the project over a three-year period
. 

W
hat is young  

onset dem
entia? 

This docum
ent sum

m
arises the findings  

from
 The A

ngela Project, a three-year long  
A

lzheim
er’s Society funded research study.  

Researchers consulted young people  
living w

ith dem
entia and their fam

ilies,   
international clinical experts and service  
providers in the largest study of young  
onset dem

entia ever carried out in the UK. 

It aim
s to raise aw

areness of inequalities and 
provide evidence-based recom

m
endations  

for good practice.  

D
em

entia is consid
ered

 young onset w
hen  

it affects people of w
orking age, usually 

betw
een 30 and

 65 years old
. 

It is estim
ated

 there are over 42,000 people 
in the UK w

ho have been d
iagnosed

 w
ith 

young onset d
em

entia.  
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• 
D

elays in diagnosis can often be attributed
 to  

d
elays in a

ccessing help, a
nd

 m
isattribution of 

sym
ptom

s by the clinician. 

• 
The im

pact of diagnosis is influenced
 by the 

clinician’s use of language. Reactions to  
d

iagnosis can vary from
 feeling reassured

 to  
have a

n explanation for sym
ptom

s, to shock  
and

 d
estabilisation.* 

• 
A

 clinica
lly rigorous a

nd
 system

atic approach is 
necessary in order to avoid

 m
is- or und

er-diagnosis 
for younger people.  

• 
The a

d
vent of new

 d
isease-m

odifying treatm
ents 

necessitates clinicians in the field
 to im

prove 
know

led
ge of new

 im
aging techniques and

 
genetics, w

ith the goal of im
proving training  

and
 pra

ctice, a
nd

 highlights the need
 for quality 

indica
tors a

nd
 alignm

ent of diagnostic  
proced

ures a
cross clinical settings.*  

G
ood practice in assessm

ent 
and diagnosis is lacking 

‘I w
ould have liked to have been told 

m
ore about w

hat w
as happening to m

e 
and the process - I w

as often confused’  
Person living w

ith young onset d
em

entia  
 ‘W

ith young onset it’s less w
ell 

recognised. The diagnostic rate takes 
double the tim

e to diagnose a younger 
person than it does an older person.’  
Service Provid

er 11 
 ‘Q

uite a few
, m

aybe 50-60%
 have been 

seen in another m
em

ory service before,  
and they have had a lengthy and 
convoluted journey, som

etim
es w

ith 
diagnostic difficulties. W

rong diagnosis is 
quite frequent really.’ Service Provider 15 
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• 
O

ver 400 clinical notes of young people 
d

iagnosed w
ith d

em
entia show

ed
 that  

current assessm
ents fail to reach a  

‘necessary standard
’. 

• 
Young people living w

ith d
em

entia say  
that paying attention to the clinic  
environm

ent and
 style of com

m
unication 

m
ake a d

ifference to the experience of 
receiving a diagnosis. 

• 
International experts have agreed

 on key 
elem

ents in the assessm
ent and

 d
iagnosis  

of young onset d
em

entia that can be 
im

plem
ented to im

prove current stand
ards. 

The A
ngela Project found that m

aking an accurate 
diagnosis and im

proving the individual experience 
of receiving the diagnosis are essential to ensure 
good practice 
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Key recom
m

endations from
 The A

ngela Project  
to im

prove diagnostic accuracy  

• 
Start the assessm

ent w
ith counselling to a

scertain 
w

hat patient and supporters require. 

• 
O

b
tain a thorough und

ersta
nding of any difficulties 

from
 som

eone w
ho know

s the person w
ell such as  

a fam
ily m

em
ber. 

• 
A

cquire inform
ation about loss of sym

pathy / 
em

p
athy tow

a
rd

s others, d
isinhibited

 behaviour, 
changes in food

 preferences a
nd personality.  

• 
A

sk if a first d
egree relative has had

 young  
onset d

em
entia.  

• 
C

ond
uct thorough neuroim

aging investiga
tions.  

80%
 agreed

 on M
RI w

ith a D
em

entia Protocol. 

• 
A

ssess for Praxis and
 Parkinsonism

. 

• 
Provid

e support from
 diagnosis to end

-of-life.* 

A
n international D

elphi consensus w
ith clinical experts in young onset dem

entia 
agreed that clinicians should... 
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Key recom
m

endations from
 The A

ngela Project  
to im

prove best practice for patient experience   
A

 study w
ith younger people w

ith dem
entia and fam

ily supporters found  
80%

 agreem
ent that the assessm

ent for dem
entia should...  

• 
Use consid

erate language 

• 
O

ffer hom
e visits 

• 
A

llow
 tim

e to ask questions  

• 
A

d
opt a calm

 approach 

• 
Im

prove the M
RI experience 

• 
M

ake quicker referrals 

• 
Refer to specialists 

• 
Use a m

ulti-disciplinary team
  

• 
Explain assessm

ents 

• 
O

ffer im
proved access to clinics 

• 
Issue results m

ore quickly  

• 
Red

uce tim
e to d

iagnosis 
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Post-diagnostic support for people affected by 
young onset dem

entia is lacking 
 

• 
39%

 had
 seen no health professional in the previous  

three m
onths.  

• 
42%

 of those surveyed
 received

 no follow
-up in the first 

six w
eeks after diagnosis. 

• 
60%

 of those diagnosed
 in neurology services received

 
no follow

-up in the first six w
eeks. 

• 
16%

 had
 no-one m

anaging their ongoing ca
re.  

• 
O

nly 20%
 had ongoing m

anagem
ent from

 young onset 
d

em
entia specialists.  

• 
A

lthough 57%
 of fam

ily carers provid
ed support for five 

hours or m
ore every d

ay, 69%
 of carers reported there 

w
as no service that provid

ed
 care for their relative to 

allow
 them

 to take a break.  

• 
In the last three m

onths alone, m
ost fam

ilies spent the 
equivalent of £8372 providing fam

ily care, w
hereas 

health and
 social care expenditure w

as only £394 for 
the sam

e period.   
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Key recom
m

endations from
 The A

ngela Project on 
key needs that should be considered in care plans 

People w
ith young onset dem

entia need  

• 
Young onset d

em
entia

-specific advice, 
inform

ation and
 support to rem

ain 
ind

epend
ent; supported

 age-appropriate 
activity and

 occupation to m
aintain sense 

of id
entity. 

• 
Support to m

aintain their physical and
 

m
enta

l health a
s w

ell a
s possible. 

People w
ith young onset dem

entia and 
fam

ily carers need to m
aintain a sense of 

connection w
ith others through 

• 
Social engagem

ent in age-appropriate 
forum

s / a
ctivities. 

• 
Relationships w

ith fam
ily. 

• 
C

ontributing to w
id

er society. 
 

Fam
ily carers need 

• 
Specialist support to und

erstand
 how

 to 
care for their relative w

ith issues specific  
to young onset d

em
entia. 

• 
Support to retain aspects of life beyond

 
caring, such as em

ploym
ent. 
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ples and 34 in-depth interview
s found that…

  



Key recom
m

endations from
 The A

ngela Project 
for service design and developm

ent 

A
nalysis of 20 interview

s w
ith service 

providers and com
m

issioners show
s 

com
m

issioners and providers should... 

• 
A

d
opt a specific strategy for  

young onset d
em

entia built on  
partnership w

orking. 

• 
W

ork in partnership w
ith people  

living w
ith young onset d

em
entia,  

their fa
m

ily m
em

bers a
nd

 local  
cham

pions to d
eliver the strategy. 

• 
Build

 capacity and
 ow

nership of  
young onset d

em
entia services  

w
ithin, a

nd
 betw

een, organisations. 
 

Sophisticated statistical analysis of  
217 survey respondents indicated  
that post-diagnostic services should... 
• 

Provid
e specialist or shared care, rather 

than care from
 a G

P alone. 

• 
O

ffer ongoing case m
anagem

ent from
  

a specialist young onset service. 

• 
Have know

led
ge of w

ho a person should
  

contact w
hen they need

 support. 
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A
nnie* is 63 years old and lives w

ith her spouse, Rachel*. She w
as diagnosed w

ith  
A

lzheim
er’s disease three years after her first sym

ptom
s appeared at the age of 55 

The difference good practice can m
ake to 

people’s lives   

A
nnie’s story 

A
fter d

ia
gnosis I started

 using the local 
young onset d

em
entia service. It has 

becom
e an ab

solute life-line ever since.  
I have taken p

a
rt in a

ll sorts of w
orkshops 

a
nd

 socia
l a

ctivities like a
rt, singing, b

ow
ls, 

ga
rd

ening, horse rid
ing a

nd
 cycling. A

ll 
sp

ecifica
lly d

esigned
 for p

eople like m
e.   

I rea
lly enjoy it a

nd
 it just feels relevant. 

Everyone there m
a

kes m
e feel accep

ted
 

a
nd

 resp
ect m

e for w
ho I am

. I feel norm
al 

a
nd

 good
 a

b
out m

yself w
ith them

. I have 
even succeed

ed
 a

t things I had
 never  

tried
 b

efore. 
 *na

m
es ha

ve b
een cha

nged
 a

nd
 a

 stock im
a

ge used
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Rachel’s story 
D

uring the first year, the consultant saw
 us  

both regularly. She suggested w
e find

 out  
about legal issues such a

s Lasting Pow
er of 

A
ttorney a

nd
 financial support to plan our  

future ca
re. This w

a
s invaluable advice.  

She a
lso put us in touch w

ith a local  
university to take part in research. It felt  
like w

e ha
d

 a voice that counts.  

A
fter the first year, w

e m
oved to ‘shared

  
ca

re’ betw
een the m

em
ory clinic and

 G
P.  

They coordinate a
nd

 liaise w
ith all the  

services involved in our care and
 treat us as  

a couple that both need
 support and

 help.  

They a
re a

lw
a

ys available a
nd

 very supportive. 
They includ

e and
 listen to both of us and

 w
e 

never feel rushed
. They have helped

 us to 
und

erstand young onset d
em

entia, the 
challenges involved

 and
 how

 to ad
just to life  

 

 w
ith the d

iagnosis w
hich helped us to explain  

the changes to our children and
 w

id
er fam

ily  
and

 friends.  

W
hen A

nnie could not be left at hom
e  

alone and
 I started

 having d
ifficulties caring  

24/7, w
e bega

n to have hom
e care for three 

hours a w
eek. This m

eant I could have som
e  

tim
e to m

yself, w
hile know

ing that A
nnie w

as  
in good

 hand
s.  

I also have access to an A
d

m
iral N

urse w
ho 

provid
es m

e w
ith em

otional and practical 
support and

 is available through a sim
ple 

telephone call. W
ithout this support, it w

ould
  

be very difficult for m
e to cope.  

W
e are very lucky to have a

 team
 a

round
  

us w
ho w

e can reach out to if w
e feel w

orried
  

or anxious. They are alw
ays there to help and

  
that m

eans the w
orld

 to m
e. 
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For m
ore inform

ation about The A
ngela Project  

w
w

w
.youngdem

entiauk.org/angela-project 
Em

ail netw
ork@

youngdem
entiauk.org 

 If you w
ould like m

ore inform
ation about young onset dem

entia  

A
lzheim

er’s Society 
w

w
w

.alzheim
ers.org.uk 

D
em

entia UK 
w

w
w

.dem
entiauk.org 

YoungD
em

entia UK 
w

w
w

.youngdem
entiauk.org 

 Thank you to everyone w
ho participated in The A

ngela Project, especially to all the people  
w

ith young onset dem
entia and fam

ily supporters w
ho so generously gave up their tim

e 

03/2020 


