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Demen8a	
  –	
  the	
  case	
  for	
  ac8on



Growth	
  of	
  numbers	
  of	
  people	
  with	
  demen8a

• The	
  World	
  Alzheimer	
  Report
(2009)	
  es8mated:

– 35.6	
  million	
  people	
  living	
  with
demen8a	
  worldwide	
  in	
  2010

– Increasing	
  to	
  65.7	
  million	
  by	
  2030

– 115.4	
  million	
  by	
  2050



Worldwide	
  cost	
  of	
  demen8a

• The	
  societal	
  cost	
  of	
  demen2a	
  is
already	
  enormous.

• Demen2a	
  is	
  already	
  significantly
affec2ng	
  every	
  health	
  and	
  social
care	
  system	
  in	
  the	
  world.

• The	
  economic	
  impact	
  on	
  families
is	
  insufficiently	
  appreciated.

• The	
  total	
  es2mated	
  worldwide
costs	
  of	
  demen2a	
  are	
  US$604
billion	
  in	
  2010.

• These	
  costs	
  are	
  around	
  1%	
  of	
  the
world’s	
  GDP

0.24%	
  in	
  low	
  income

1.24%	
  in	
  high	
  income



Worldwide	
  costs	
  of	
  demen8a

• The	
  World	
  Alzheimer
Report	
  (2010)
es8mated	
  that:

If	
  demen2a	
  care	
  were	
  a
country,	
  it	
  would	
  be
the	
  world’s	
  18th	
  largest
economy



…so	
  how	
  are	
  we	
  doing?
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“I’ve got it
too Omar… a

strange
feeling like
we’ve just

been going in
circles”



Na8onal	
  demen8a	
  strategies

• France

• Wales

• Scotland

• Australia
• Germany

• Norway

• Japan

• South	
  Korea
• India

• England



England	
  -­‐	
  background

• Popula2on	
  50	
  million

• 16%	
  over	
  65

• Life	
  Expectancy	
  at	
  Birth
– Males:	
  76.9	
  years

– Females:	
  81.1	
  years

• Religion
– Chris2an:	
  72%

– Jedi:	
  0.7% (350,000)

– Sith:	
  0.001%	
   (500)



Bringing	
  it	
  home,	
  the	
  local	
  case	
  -­‐	
  Demen8a	
  UK	
  Report
simple	
  messages	
  –	
  common	
  and	
  costly

• Numbers	
  with	
  demen2a
700,000

In	
  30	
  years	
  	
  –	
  doubling
to	
  1.4	
  m

• UK	
  demen2a	
  cost	
  -­‐
£17billion	
  pa
In	
  30	
  years	
  –	
  tripling
£51billion	
  pa0
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Demen8a	
  UK	
  Report	
  simple	
  messages	
  –	
  under-­‐recognised,
under-­‐treated
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Na8onal	
  Demen8a	
  Strategy	
  -­‐	
  England

• Published	
  2	
  Feb	
  2009

• Five	
  year	
  plan

• 17	
  interlinked	
  objec8ves

• £150	
  million	
  extra	
  funding

• Four	
  key	
  themes

• Improving	
  awareness

• Early	
  and	
  beeer	
  diagnosis

• Improved	
  quality	
  of	
  care

• Delivering	
  the	
  Strategy



Objec8ves	
  of	
  the	
  Na8onal	
  Demen8a	
  Strategy



1.	
  Improving	
  public	
  and	
  professional
awareness	
  and	
  understanding



Some8mes	
  what	
  we
know	
  is	
  wrong



Dismantling	
  the	
  barriers	
  to	
  care:	
  public	
  and	
  professional
agtudes	
  and	
  understanding



2.	
  Good-­‐quality	
  early	
  diagnosis	
  and	
  interven8on	
  for	
  all



• Only	
  a	
  third	
  at	
  most	
  of	
  people
with	
  demen2a	
  receive	
  any
specialist	
  health	
  care	
  assessment
or	
  diagnosis

• When	
  they	
  do,	
  it	
  is:
– Late	
  in	
  the	
  illness

– Too	
  late	
  to	
  enable	
  choice

– At	
  a	
  2me	
  of	
  crisis

– Too	
  late	
  to	
  prevent	
  harm	
  and	
  crises
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  now



• 80%	
  of	
  people	
  with	
  demen8a
receive	
  specialist	
  health	
  care
assessment	
  or	
  diagnosis

• When	
  they	
  do,	
  it	
  is:
– Early	
  in	
  the	
  illness

– Early	
  enough	
  to	
  enable	
  choice

– In	
  8me	
  to	
  prevent	
  harm

– In	
  8me	
  to	
  prevent	
  crises
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The	
  team	
  and	
  the	
  evalua8on

• Team	
  for	
  early	
  diagnosis	
  and	
  interven2on	
  in
demen2a

• Embedding	
  rou2nely	
  collected	
  data
– outcome	
  and	
  process

• Measurement	
  against	
  pre-­‐defined	
  goals

• Formal	
  prospec2ve	
  evalua2on
– 6	
  and	
  12	
  month	
  follow	
  up	
  of	
  a	
  cohort	
  of	
  referrals

– quan2ta2ve	
  and	
  qualita2ve	
  data	
  collec2on

• Data	
  from	
  first	
  780	
  cases



What	
  is	
  good	
  quality	
  care?	
  -­‐	
  data	
  on	
  first	
  780	
  cases

94% appropriate referrals95% acceptance rate

18% minority ethnic groups 19% under 65 years of age

Banerjee et al (2007).  IJGP.



Six	
  month	
  outcome

• Very	
  big	
  health	
  warning

• Descrip2ve	
  case	
  study

• No	
  control	
  group

• May	
  be	
  the	
  natural	
  history	
  of	
  the	
  illness

• However	
  where	
  there	
  are	
  few	
  data	
  then	
  any	
  data
are	
  of	
  poten8al	
  interest...



Outcome:	
  improvement	
  in	
  self-­‐rated	
  quality	
  of	
  life	
  -­‐
DEMQOL

• Part	
  of	
  rou2ne	
  assessment

• Preliminary	
  data

• 109	
  cases

• 6	
  month	
  follow-­‐up
• p=0.029
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Outcome:	
  improvement	
  in	
  proxy-­‐rated	
  quality	
  of	
  life	
  –
DEMQOL-­‐Proxy

• Part	
  of	
  rou2ne	
  assessment

• Preliminary	
  data

• 141	
  cases

• 6	
  month	
  follow-­‐up
• p=0.041
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Outcome:	
  decrease	
  in	
  behavioural	
  disturbance	
  -­‐	
  NPI

• Preliminary	
  data

• 90	
  cases

• 6	
  month	
  follow-­‐up

• p=0.001
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What	
  sort	
  of	
  variable	
  is	
  quality	
  of	
  life?

• Do	
  we	
  just	
  treat	
  it	
  as	
  a
con2nuous	
  variable?

• Do	
  we	
  want	
  to	
  define	
  those
with	
  impaired	
  qol?

• Model	
  with	
  those	
  under	
  the
mean	
  score	
  (90)
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Change	
  in	
  DEMQOL	
  for	
  those	
  below	
  mean	
  (<90)
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• 6	
  month	
  DEMQOL	
  change	
  8.3pt,	
  paired	
  t=4.99,	
  p<0.001,
Cohen’s	
  d	
  =	
  0.79

• 12	
  month	
  DEMQOL	
  change	
  7.8pt,	
  paired	
  t=3.88,	
  p<0.001,
Cohen’s	
  d	
  =	
  0.60



Distribu8on	
  of	
  DEMQOL	
  scores	
  by	
  CDR	
  score
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Changes	
  over	
  8me	
  in	
  real	
  world	
  clinical	
  prac8ce,
DEMQOL	
  scores	
  from	
  the	
  Croydon	
  Memory	
  Service

• routine practice
• data from patients remaining in service
• baseline, 6 months and 12 months
• indication of the possibility of change
• one element of responsiveness



What	
  works?
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Referred to RW as 
Potentially Eligible

(n = 664 )

Excluded from Trial (n = 338)
Primary Eligibility Reason (n = 42)

       No clinical diagnosis of mild /moderate probable/possible AD (n = 2)
       No depressive illness needing antidepressant treatment (n = 10)
       Depression duration less than 4 weeks at referral (n = 0)
       Currently prescribed antidepressant medication (n = 2)
       Severe dementia (MMSE <8) (n = 1)
       Case considered too critical to be randomised (n = 3)
       Display absolute contraindications to the trial interventions (n = 2)
       In another trial (n = 1)
       No identifiable family carer or other informant (n = 3)
       Mild depression (CSDD<8 at randomisation ) (n = 18) 

 Primary Consent Reason (n = 289) 
       Carer /Informant declined (n = 101)
       Patient declined (n = 207)
       Carer declined collateral information (n = 51)
       Local clinician declined (n = 9)
       Other ( n = 11)

Reason for Exclusion not recorded (n = 13)

Randomised 
1:1:1

(N = 326)

Placebo

Withdrawn from treatment 
before 13 week assessment :
(n= 24)

Withdrawn from trial before 
13 week assessment :  (n =14)

CSDD at week 13: (n= 97)

Placebo

Withdrawn from treatment 
between 13 and 39 week 
assessment : (n =18)

Withdrawn from trial between 13 
and 39 week assessment :
(n = 13)

CSDD at week 39: (n =84)

Placebo
(n =111)

Mirtazapine
(n = 108)

Sertraline
(n =107)

Sertraline

Withdrawn from treatment 
before 13 week assessment :
(n=29)

Withdrawn from trial before 
13 week assessment :  ( n=28)

CSDD at week 13: (n= 78)

Sertraline 

Withdrawn from treatment 
between 13 and 39 week 
assessment : (n =11)

Withdrawn from trial between 13 
and 39 week assessment : (n = 
9)

CSDD at week 39: (n=69)

Mirtazapine

Withdrawn from treatment 
before 13 week assessment :
(n=24)

Withdrawn from trial before 
13 week assessment :  (n =20)

CSDD at week 13: (n= 88)

Mirtazapine

Withdrawn from treatment 
between 13 and 39 week 
assessment : (n =16 )

Withdrawn from trial between 13 
and 39 week assessment : (n 
=11)

CSDD at week 39: (n =77)

HTA-SADD Trial



Services	
  for	
  early	
  diagnosis	
  and	
  interven8on	
  in
demen8a	
  for	
  all

• Working	
  for	
  the	
  whole	
  popula8on
of	
  people	
  with	
  demen8a
– ie	
  has	
  the	
  capacity	
  to	
  see	
  all	
  new

cases	
  of	
  demen8a	
  in	
  their
popula8on

• Working	
  in	
  a	
  way	
  that	
  is
complementary	
  to	
  exis8ng
services
– About	
  doing	
  work	
  that	
  is	
  not

being	
  done	
  by	
  anybody

• Service	
  content
– Make	
  diagnosis	
  well
– Break	
  diagnosis	
  well
– Provide	
  immediate	
  support	
  and

care	
  immediately	
  from	
  diagnosis

95% acceptance rate 94% appropriate referrals

18% minority ethnic 
groups

19% under 65 years of age
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3.	
  Improved	
  quality	
  of	
  care	
  from	
  diagnosis	
  to	
  the
end	
  of	
  life



Priori8es	
  of	
  	
  people	
  with	
  demen8a	
  and	
  carers	
  from
the	
  consulta8on

• O4.	
  	
  Enabling	
  easy	
  access	
  to	
  care,	
  support	
  and	
  advice
following	
  diagnosis
– demen2a	
  advisors	
  –	
  not	
  being	
  lem	
  alone	
  by	
  services	
  on	
  the
journey

• O5.	
  	
  Development	
  of	
  structured	
  peer	
  support	
  and
learning	
  networks
– third	
  sector	
  lead	
  –	
  who	
  knows	
  best?



Theme	
  3	
  -­‐	
  	
  Improving	
  quality	
  of	
  care

• O6.	
  	
  Improved	
  community	
  personal	
  support	
  services
– generic	
  and	
  specialist	
  –	
  colla2on	
  of	
  data

• O7.	
  	
  Implemen2ng	
  the	
  Carers’	
  Strategy	
  for	
  people	
  with	
  demen2a
– make	
  it	
  work	
  for	
  demen2a

• O8.	
  	
  Improved	
  quality	
  of	
  care	
  for	
  demen2a	
  in	
  general	
  hospitals
– clinical	
  leads	
  for	
  demen2a,	
  specialist	
  liaison	
  teams	
  –	
  colla2on	
  of	
  data

• O9.	
  	
  Improved	
  intermediate	
  care	
  for	
  people	
  with	
  demen2a
– change	
  in	
  guidance

• O10.	
  	
  Housing	
  support,	
  related	
  services	
  and	
  telecare
– watching	
  brief

• O11.	
  	
  Living	
  well	
  with	
  demen2a	
  in	
  care	
  homes
– including	
  review	
  of	
  use	
  of	
  an2psycho2c	
  medica2on	
  in	
  demen2a

• O12.	
  	
  Improved	
  end	
  of	
  life	
  care	
  for	
  people	
  with	
  demen2a
– making	
  it	
  work	
  for	
  demen2a



Money

clinical/cost	
  effec8veness



Early	
  interven8on	
  for	
  demen8a	
  is	
  clinically	
  and	
  cost
effec8ve	
  –	
  “spend	
  to	
  save”

• 215,000	
  people	
  with	
  demen2a	
  in	
  care
homes	
  -­‐-­‐	
  £400	
  per	
  week

• Spend	
  on	
  demen2a	
  in	
  care	
  homes	
  pa
– £7	
  billion	
  pa

• 22%	
  decrease	
  in	
  care	
  home	
  use	
  with
early	
  community	
  based	
  care

• 28%	
  decrease	
  in	
  care	
  home	
  use	
  with
carer	
  support	
  (median	
  558	
  days	
  less)

• Quality	
  –	
  older	
  people	
  want	
  to	
  stay	
  at
home,	
  higher	
  qol	
  at	
  home

• Take	
  an	
  addi2onal	
  220	
  million	
  pa
• Delayed	
  benefit	
  by	
  5-­‐10	
  years

– Strategic	
  head	
  needed
• Model	
  published	
  by	
  DH
• 20%	
  releases	
  £250	
  million	
  pa	
  y6

ESTIMATED COSTS AND SAVINGS: 10% VARIANT
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ESTIMATED COSTS AND SAVINGS: 20% VARIANT 
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Cost	
  effec8veness

• The	
  Net	
  Present	
  Value	
  would	
  be	
  posi2ve	
  if	
  benefits	
  (improved	
  quality	
  of
life),	
  rose	
  linearly	
  from	
  nil	
  in	
  the	
  first	
  year	
  to	
  £250	
  million	
  in	
  the	
  tenth	
  year.
This	
  would	
  be	
  a	
  gain	
  of	
  around	
  6,250	
  QALYs	
  in	
  the	
  tenth	
  year,	
  where	
  a	
  QALY
is	
  valued	
  at	
  £40,000,	
  or	
  12,500	
  QALYS	
  if	
  a	
  QALY	
  is	
  valued	
  at	
  only	
  £20,000.

• By	
  the	
  tenth	
  year	
  of	
  the	
  service	
  all	
  600,000	
  people	
  in	
  England	
  then	
  alive	
  with
demen2a	
  will	
  have	
  had	
  the	
  chance	
  to	
  be	
  seen	
  by	
  the	
  new	
  services

• A	
  gain	
  of	
  6,250	
  QALYS	
  per	
  year	
  around	
  0.01	
  QALYs	
  per	
  person	
  year.	
  	
  A	
  gain
of	
  12,500	
  QALYS	
  	
  around	
  0.02	
  QALYs	
  per	
  person	
  year.

• Likely	
  to	
  be	
  achievable	
  in	
  view	
  of	
  the	
  rise	
  of	
  4%	
  reported	
  from	
  CMS.

• Needs	
  only:-­‐

– a	
  modest	
  increase	
  in	
  average	
  quality	
  of	
  life	
  of	
  people	
  with	
  demen8a,
– plus	
  a	
  10%	
  diversion	
  of	
  people	
  with	
  demen8a	
  from	
  residen8al	
  care,	
  to

be	
  cost-­‐effec8ve.

• The	
  net	
  increase	
  in	
  public	
  expenditure	
  would	
  then,	
  	
  be	
  jus2fied
by	
  the	
  expected	
  benefits.

Please ignore – not English - economics

Banerjee and Wittenberg (2009) IJGP



Success	
  in	
  quality	
  improvement	
  in	
  demen8a	
  requires

• Vision
• System	
  change

• Ambi2on	
  in	
  scale

• Investment

• Commitment	
  over	
  2me
• Leadership





Demen8a	
  care	
  pathway	
  –	
  simple,	
  navigable
and	
  commissionable

specialist
older people’s mental health 

services

primary
 care

Peer & voluntary 
Sector supportAcute trusts

social care
community & 
care homes

Help
seeking

primary
care

DIAGNOSIS
specialist

 care

social 
care

1. Encourage help
seeking and

referral

2. Locate responsibility
for early diagnosis and

care

3. Enable good quality
care tailored to

dementia



Thank	
  you	
  and	
  good	
  luck!


