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The Burden of Care for People with 
Alzheimer’s Disease 
 Worldwide costs of dementia exceeded 1 percent of global GDP in 

2015, at $818 billion, US.* 
• Direct medical costs are $159.2 billion, 19.5% 

• Societal care costs are $327.9 billion, 40.1% 

• Informal care costs are $330.8 billion, 40.4% 

 Caregivers provide many hours of care for people with dementia ** 
• Friends and family of people with Alzheimer's and other dementias provided an 

average of 21.9 hours of care per week 

• Unpaid care in the US valued at $221.3 billion (at $12.25/hour).  

* World Alzheimer Report 2015, prepared by Alzheimer’s Disease International 
** Alzheimer’s Association: 2016 Alzheimer’s Disease Facts and Figures 



What Made Us Think Support and 
Counseling Would Work? 
Clinical experience at NYU 

• 1980-85 

The Stress Process Model 

• 1990 
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Adapted from Pearlin, L. I., Mullin, J. T., Semple, S. J., & Skaff, M. M. (1990). Caregiving and the stress process: An overview of concepts and their measures. The Gerontologist, 30 (5), 583-594  



The NYU Caregiver Intervention (NYUCI) 

• A multi-component intervention including counseling, support and education 

• Individualized to the needs of each family 

• Emphasizes support for the primary family caregiver 

• Includes the caregiver and other family members 

• Available when needed and as long as needed 

• Geared to the stage of dementia and the strengths and limitations of the person 
with dementia and the family caregivers. 
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Design of the NYU Caregiver Intervention 
 Comprehensive intake assessment and regular follow-up assessments 

 Scheduled individual and family counseling sessions within a fixed period of time 

• One individual counseling session 

• 4 family counseling sessions 

• A second individual counseling session 

 Continuous participation in a support group 

 Ad hoc counseling - telephone consultation on request of caregiver or family 
member over the entire course of the disease.  

 Mittelman MS, Epstein C, Pierzchala A. Counseling the Alzheimer’s Caregiver: A Resource for Healthcare Professionals. Chicago, Ill: 
AMA Press; 2003.  
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Results of RCT of NYUCI (1987-2010; n=406 spouse caregivers) 
 Improved support for caregiver for at least 5 years 

 Reduced caregiver depression for at least 3 years 

 Reduced caregiver stress reaction to behavior of person with dementia for at least 4 years 

 Improved caregiver self rated health for at least 4 years 

 Postponed nursing home placement of person with dementia 557 days 

 Reduced caregiver depressive symptoms and burden during the transition to a nursing 
home 

 Effects persist through bereavement 

 Moderator of all other outcomes is social support. 
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Time to Nursing Home Placement of People with Dementia is 
Delayed by Counseling and Support of Caregivers 

Mittelman MS, Haley WE, Clay, O, Roth, DL (2006). Improving caregiver well-being delays nursing home placement of patients 
with Alzheimer disease. Neurology, 67, 1592-1599. 
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The Minnesota Economic Model of Healthcare Cost 
Savings with the NYU Caregiver Intervention 

Long KH, Moriarty JP, Mittelman MS and Foldes SS. Potential Cost Savings With the NYU Caregiver Intervention in Minnesota. 
Health Affairs Health Affairs 2014 Apr: 596-604. 
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NOTE: Direct costs include medical and facility costs. Residential facility includes assisted living 
facilities and nursing homes. All costs are in discounted 2011 dollars. 



Next Steps  
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• Replicate randomized controlled trial in other 
communities 

• Provide the NYUCI in community settings 
• Online training in the NYUCI 
• Web-enabled counseling at a distance 
• Expand the NYUCI to adult child caregivers 
• Expand the NYUCI to help caregivers of 

relatives with other illnesses. 



Enrollment in NYUCI Translations and New RCTs  
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Online Training in the NYUCI Now Available 

Rationale 

• In-person training cost is prohibitive 

• Current trainers unable to keep up with current and increasing training 
demands for NYUCI 

• Online training can be available anytime and anywhere 

• Online training can be translated to be appropriate to other cultures and 
languages. 
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Web-enabled counseling at a distance 
Expanding the Reach of the NYUCI  
  New training developed for providers  

 New randomized controlled trial to test efficacy recently began 

• NYUCI via video teleconferencing vs telephone support 

• Planned enrollment of 240 caregivers 

• 13 counselors currently participating in 9 states 

• 2 – VA, 3 – MA; 1 – TX; 2 – NY; 1 – CT; 1 – WI; 1 – CA; 1 – AL; 1 – VT 
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An Intervention for People 
with Dementia with their 
Family Caregivers 

The Unforgettables  



Background 
 Few pleasurable activities available for this population.   

 We observed that participating together in a museum program had positive effects 
on both people with dementia and their family members.  

 We thought that a music-based program might yield even greater benefits.  

 A chorus may provide an opportunity for people in the early and moderate stages 
of dementia and their family caregivers to share a stimulating and social activity 
that can improve their quality of life.  

 To our knowledge, there have been no rigorous studies of participating in musical 
activities for people with dementia together with their family members.  

 



Eligibility Criteria 

 People with dementia in the early to middle stage 

 A caregiver/family member who will commit to attending all the 
rehearsals and the concert that ensues. 

 



Quantitative Results: Caregiver 

Measure Improved Same Worse 
SF 8 (Quality of life) 6 3 1 

Social Support 5 3 2 
Communication with PWD 3 4 3 

Self Esteem 7 2 1 
Total Change 21 12 7 



Quantitative Results:  Person with Dementia 

Measure Improved Same Worse 
QoL-AD (Quality of life) 5 3 2 
DEMQoL (Quality of life) 6 2 2 
Communication with Cg 5 5 0 

Self Esteem 6 3 1 
Total Change 
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Observations 

 Participants attended rehearsals in spite of harsh weather conditions 

 People in the middle stage, as well the early stage, seemed to enjoy 
themselves and learn from the experience, although they could not 
respond to the questionnaires 

 Participants were so eager to continue the chorus that they are 
contributing to its costs, now that study is over 

 Caregivers and people with dementia from all cultures and 
backgrounds can support each other and bring joy to the community. 

 



Summary 

Everyone enjoys it: family caregivers, people with dementia and the 
audience.  

The chorus has continued to rehearse for additional concerts. Their 
nineteenth concert was on June 30, 2016.  

The Unforgettables next concert will be on December 6 in Saint Peter’s 
Church in Manhattan. 

To see a video of the Unforgettables, go to 
http://www.med.nyu.edu/aging/research/chorus  

http://www.med.nyu.edu/aging/research/chorus


 
MARY MITTELMAN, PSYCHIATRY 
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THE NYU FAMILY SUPPORT PROGRAM 
 
An Opportunity to Provide  
Comprehensive Counseling and Support  
to Dementia Caregivers in New York City 



NYU Family Support Program 
 Consultation and support personalized to the needs of each caregiver 

 Consistent access to care team throughout the course of caregiving 

 Referral to community services that can address the often complex needs of caregivers 

 Unique features: A Buddy Program for people with dementia, Peer Mentoring for 
caregivers and a new Chorus for People with Dementia with their Caregivers 

 No cost, except for reimbursable outside service referrals. 

 

Funded by New York State Department of Health: January 1, 2016 – December 31, 2020 23 



24 Notes: Blue shapes indicate service provided directly by NYU; Green shape is service provided by subcontractor to NYU; Yellow shapes provided by others. 
Blue arrow indicates caregiver referral. Red arrow indicates patient referral  
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Thank you for your attention.  
 

To contact  

Mary Mittelman  
E-Mail: mary.mittelman@nyumc.org 
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