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 Most people with dementia live in the community 
(USA 70% to 81%)3-6 

 75% of care is provided by family and 
friends.5 i.e.  Mostly female (USA 60%). In India 
24% of caregivers were daughters-in-law).    

 Developed countries.1 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),  

 persons with dementia in the developing world 
live in much larger households with extended 
families 
 

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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 Annual replacement /imputed costs 
for unpaid caregivers:  

• Canada 2009 CAD $25-$31 billion 
Hollander et al 2009 

• United Kingdom 2007 - £87 billion Buckner and Yeandle 2007 

• United States 2006 - US$354 billion Gibson and Houser 2007 

• Australia 2005 - A$30.5 billion Access Economics Pty Limited 2005 

• Essential part of the health care 
infrastructure 
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Work/life conflict of carers in the workforce negatively impacts the 
social and economic bottom line & the Workplace 

  

                 

•Absent more often from work    25%   

Reduced productivity at work    22%  

•Increase their use of employee benefits       21%  

•Reduced work hours     19%  

•Turned down promotions   20% 

•Reported emotional effects of caregiving 63% 
Linda Duxbury 2013 



Community-Based Clinical Care for 
CARERS 

A comprehensive response to needs of 
carers  



 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. 



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) 

 



 
Coping, Competence, Depression and Role Overload: 

clinically and statistically improved 



Satisfaction, Met Needs and Helpfulness  > 95% 



Web-based 
CARERS 
program  e-
learning tool 

Train health professionals in 
theory and practical 
application  

Interactive with self 
assessment 

Video demonstrations and 
voice commentary 

Certification “Expert” program 

Paper-based class-room 
presentation 

Focuses on “Problem-
solving Techniques” 
and “Simulation”  

For specialized MH & 
complex care health 
professionals  

Paper-based CARERS 
Program Manual 

Comprehensive 
training manual for 
health professionals 
to deliver CARERS 
Program 

implementation guide 
translated into 
Chinese  



 Culturally diverse communities (Chinese 
Portugese, Jewish) 

 Local, national (6 new RC programs ) 

 Innovative location (Faith based 
Institution) 

 

 Community Care coordinators (200 in 
Toronto) 

 Provincial Role-out in Ontario (pending) 
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Satellite sites; e.g. ethnic communities, remote and rural areas, cross other provinces 
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An innovative partnership model among Government, Not-

for-profit and Corporate sectors 

 ESD Canada- $2.84 million 

• Tailored 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 



Questions? 



 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. 

 



 “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 



 
Scaling 

System Capacity 
Expand Partnerships 

Expand Multicultural Outreach 
Evaluation Measures/Research 

Expand use of Technology 
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