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Who are Family Caregivers

= Most };eo/ple with dementia live in the community
(USA 70% to 81%) -

= 75% of care is provided by family and
friends. i.e. Mostly female (USA 60%). In India
24% of caregivers were daughters-in-law).

= Developed countries. the typical profile similar to
USA, BUT

= the proportions of female caregivers higher (mean
of 78%, range from 59% in China and SE Asia to
95% in Nigeria),

= Fersons with dementia in the developing world
five 11n much larger households with extended
amilies


http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3181916/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3181916/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3181916/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3181916/
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Family Caregiversin Dementia

Annual replacement /imputed costs
for unpaid caregivers:

Canada 2009 CAD $25-S31 billion

United Kingdom 2007 - £87 billion
United States 2006 - US$354 billion
Australia 2005 - AS30.5 billion

Essential part of the health care
infrastructure




Employed Family Carers

Absent more often from work
Reduced productivity at work

Increase their use of employee benefits

Reduced work hours

Turned down promotions

Reported emotional effects of caregiving
Linda Duxbury 2013
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A 10 week program delivered in small groups
of spouses or children of people with dementia

= Identify specific problems of each caregiver

@ Coached by trained group leaders to Address

them using problem solving technique or
simulation.

Understand emotions and deal with them in
the group which supplies feedback and
support.



Clinical Outcomes

Eight pre/post measures evaluate the CARERS program’s
effect on carers’ psychological functioning, caregiving
skill sets and stress coping styles:

» Coping Inventory in Stressful Situations (CISS)
» Care-giving Competence

» Geriatric Depression Scale

» Short Zarit Burden Interview

= Mastery

= Overload

Role Captivity

» (Revised Memory and Behavioural Checklist)



CARERS Program Reitman Center Results (N=72)

Coping, Competence, Depression and Role Overload:
clinically and statistically improved

Mean Scores Pre- and Post-Intervention

Change from Baseline

Measures

Baseline + Std. Dev

Post-Intervention 1 Std. Dev

Mean Change + 5td. Dev

Significance

CISSA (-]

63

40.59+9.70

40.49£10.26

-1.03+£5.97

NS (p =0.887)

CISSE(9)

63

39.65111.21

37.28+10.49

-2.3716.73

P <0.01* {p =0.005)

CISS T(+)

63

57.72129.02

56.76+ 8.94

-0.96+7.99

NS (p =0.327)

Competence (+)

70

12141212

13.40 % 2.07

1L26%+1.92

p <0.0001*

Geriatric Depression Scale (-}

64

4.70 13,39

4.03+3.70

-0.6712.63

p <0.05* {(p =0.045)

Mastery (-)®

70

14.76 + 3.69

14.51 + 3.32

-0.24+ 2.54

NS (p =0.426)

Overload(-)

67

9.93 12,67

9371271

-0.55+2.07

p <0.05% (p =0.032)

Role Captivity (-)

69

7.42 12 63

7291323

-0.13+2.20

NS (p =0.623)

Zarit Burden {-}

67

19.87 +10.61

19.04+9.54

-0.82+ 6.37

NS (p =0.332)

RMBC

Avg Reaction per Memory (-}

69

1.49+0.97

1.30+0.82

-0.19+0.85

NS (p =0.065)

Avg Reaction per Depression (-)

69

1.73+1.15

1L90%0.96

0.17+0.93

NS (p =0.134)

Avg Reaction per Disruption {-)

69

1.72%1.08

1.78+1.13

0.062 £1.45

NS (p =0.723)

Avg Total Reaction per problem{-)

69

1.70x0.77

165+0.73

-0.053+0.71

NS (p =0.538)

Motes: *The plus or minus signfollowing each measure indicates the direction of change sought through the intervention. For example, a decreasein

Emotion-focused coping style or anincrease inthe Competence score would indicate good outcomes.

bpastery score was calculated using a negative-oriented scale (i. e. response to positively phrased questions were reverse-coded). Thus, a decreasein

Mastery score indicates improvement.

Legend: Competence =Pearin’s Competence Scale; 55 A = Coping Inwentory of Stressful Situations (Avoidance-Oriented); CI5S E = Coping Inventory of
Stressful Situations (Emotion-Oriented); CISS T = Coping Inventory of Stressful Situations (Task-Oriented); GDS = Geriatric Depression Scale (GDS-15);
Mastery = Pearlin's Mastery Scale; Overload =Pearlin’s Overload Scale; Role Captivity = Pearlin’s Role Captivity Scde; RMBC =Revised Memory and
Behavior Problem ChecHist; Avg Reaction per Memory = Average Reaction per Memory problem; Avg Reaction per Depression = Average Reaction per
Depression problem; Avg Reaction per Disruption = Average Reaction per Disruption problem; Zarit Burden = Zarit Burden Index (ZBI-12)




Satisfaction Results (n=72

Satisfaction, Met Needs and Helpfulness >95%
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The length of the program was adequate
The length of each group session was adeguate

On Simulations:
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The simulations accurately portrayed the problems | am encountering at home



Knowledge Exchange:
Educational Tools Suite

The Reitman Centre

CARERS Program ; oI CARERS Program

A Training Manual for Health Professionals

Supporting Carers:

A Problem-Solving Approach

A Manual for Clinicians
and

Joel Sadavoy  MD, FRCP{c), FCPA Health Care

Virginia Wesson MD, MSc, FRCP
Laura Jayne Nelles  MFA, PhD(abd)

Paper-based CARERS Web_b ase d Paper-based class-room
Program Manual presentation
Comprehensive CARERS Focuses on “Problem-
training manual for program e- solvi”ng. Techl}iqlllles”
health professionals 1 . tool and “Simulation
to deliver CARERS . earning too For specialized MH &
Program o : : : complex care health
gr Train health professionals in p
implementation guide SRS NS theory and practical professionals
translated into application
Chinese

Interactive with self
assessment



Dissemination of RC Program

= Culturally diverse communities (Chinese
Portugese, Jewish)

= Local, national (6 new RC programs )

@ Innovative location (Faith based
Institution)

Training for Professionals in the Community
@ Community Care coordinators (200 in
Toronto)

= Provincial Role-out in Ontario (pending)



Now Positioned to be a Catalyst for System
Change (Ontario Model)

Program

Development Training

Evaluation

Research
Partner

Centres Public
awareness

Training

Trainee resource
centre
Community

Simulation laboratory

engagement
Clinical consultation




The Need to Expand the CARERS Program to
Working Carers

ively impacts the
socia

Absent more often from work
Reduced productivity at work

Increase their use of employee benefits
Reduced work hours

Turned down promotions

Reported emotional effects of caregiving
Linda Duxbury 2013
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The Reitman Centre Working Carers: Program

A government, public & private partnership

PSSPt (R MOUNT SINAI HOSPITAL »_ ¢

Joseph and Wolf Lebovic Health Complex

© Ceridian Corporation. All rights reserved.



The National
Reitman Centre Working CARERS Program

An innovative partnership model among Government, Not-
for-profit and Corporate sectors

ESD Canada- $2.84 million

. Tallored to the needs of paid working carers to enhance and
sustain their labour market participation

- 5 year project with view of sustainable delivery of The
Program through EAP partners after 5 years

MOUNT SINAI HOSPITAL > ‘t-

Joseph and Wolf Lebovic Health inmlmt
EII]‘thH:H ris. The Best Medic
© Ceridian Corporation. All rights reserved.




THANK YOU

Questions?



How to help ?

= Need for interventions that are effective,
targeted and specific but that can be brought to
large scale

= very few and most have been research based
not embedded in a service system and
therefore temporary.



Care recipient and Carer are a
unit

= “Patient and caregiver characteristics are both
important determinants of long-term care
placement for patients with dementia.

= Interventions directed at delaying placement,
.....need to take into account the patient and
caregiver as a unit”

Yaffe, K. et al. (2002). Patient and caregiver characteristics and nursing home placement
in patients with dementia. JAMA, 287, 2090-2097



Vision :
A Model for Change

Scaling
System Capacity
Expand Partnerships

Expand Multicultural Outreach
Evaluation Measures/Research
Expand use of Technology




BRINGING THE MODEL TO
SCALE



NATIONAL WORKING
CAREGIVER EFFICACY STUDY

Lead by Reitman Centre
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