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“All caregivers of people with Alzheimer’s - both women and men-face a devastating toll.  
Alzheimer’s disease caregivers can be “hidden patients” themselves. They often face a 
“triple Jeopardy,” experiencing significant emotional stress, extreme physical and financial 
burdens, and, in some cases, dealing with apathy or hostile behavior from the person 
receiving care.” (Ory, National Institute of Nursing Research, NIH) 
 
 
 GENERAL RESOURCES 

o Alzheimer’s Association, 2014 Alzheimer’s Disease Facts and Figures,  
http://www.alz.org/alzheimers_disease_facts_and_figures.asp 

 
o National Alliance for Caregiving and AARP.  Caregiving in the U.S., November 2009. 

http://assets.aarp.org/rgcenter/il/caregiving_09_fr.pdf 
 

o AARP.  Valuing the Invaluable: 2011 Update 
The Growing Contributions and Costs of Family Caregiving 
Lynn Feinberg, Susan C. Reinhard, Ari Houser, and Rita Choula 
AARP Public Policy Institute   
http://assets.aarp.org/rgcenter/ppi/ltc/i51-caregiving.pdf 

 
 
 INDIVIDUAL RESOURCES 

o Predictors of dementia caregiver depressive symptoms in a population: the Cache 
County dementia progression study. 
Piercy KW, Fauth EB, Norton MC, Pfister R, Corcoran CD, Rabins PV, Lyketsos C, 
Tschanz JT. 
J Gerontol B Psychol Sci Soc Sci. 2013 Nov;68(6):921-6. doi: 
10.1093/geronb/gbs116. Epub 2012 Dec 14. 
PMID: 23241850 [PubMed - indexed for MEDLINE] 
Related citations 

 
o Greater risk of dementia when spouse has dementia? The Cache County study. 

Norton MC, Smith KR, Østbye T, Tschanz JT, Corcoran C, Schwartz S, Piercy KW, 
Rabins PV, Steffens DC, Skoog I, Breitner JC, Welsh-Bohmer KA; Cache County 
Investigators. 
J Am Geriatr Soc. 2010 May;58(5):895-900. doi: 10.1111/j.1532-
5415.2010.02806.x. Erratum in: J Am Geriatr Soc. 2013 Sep;61(9):1642. J Am 
Geriatr Soc. 2012 May;60(5):1000. 
PMID: 20722820 [PubMed - indexed for MEDLINE] Free PMC Article 
Related citations 

 
o The heterogeneous course of depressive symptoms for the dementia caregiver. 

Ornstein K, Gaugler JE, Zahodne L, Stern Y. 
Int J Aging Hum Dev. 2014;78(2):133-48. 
PMID: 24956922 [PubMed - indexed for MEDLINE] 
Related citations 
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o The differential impact of unique behavioral and psychological symptoms for the 
dementia caregiver: how and why do patients' individual symptom clusters impact 
caregiver depressive symptoms? 
Ornstein K, Gaugler JE, Devanand DP, Scarmeas N, Zhu C, Stern Y. 
Am J Geriatr Psychiatry. 2013 Dec;21(12):1277-86. doi: 10.1016/j.jagp.2013.01.062. 
Epub 2013 Feb 6. 
PMID: 24206939 [PubMed - indexed for MEDLINE] 
Related citations 

 
o The problem with "problem behaviors": a systematic review of the association 

between individual patient behavioral and psychological symptoms and caregiver 
depression and burden within the dementia patient-caregiver dyad. 
Ornstein K, Gaugler JE. 
Int Psychogeriatr. 2012 Oct;24(10):1536-52. doi: 10.1017/S1041610212000737. 
Epub 2012 May 22. Review. 
PMID: 22612881 [PubMed - indexed for MEDLINE] 
Related citations 

 
o Predictors and outcomes for caregivers of people with mild cognitive impairment: a 

systematic literature review. 
Seeher K, Low LF, Reppermund S, Brodaty H. 
Alzheimers Dement. 2013 May;9(3):346-55. doi: 10.1016/j.jalz.2012.01.012. Epub 
2012 Nov 2. Review. 
PMID: 23123229 [PubMed - indexed for MEDLINE] 
Related citations 

 
o Enhancing caregiver health: findings from the resources for enhancing Alzheimer's 

caregiver health II intervention. 
Elliott AF, Burgio LD, Decoster J. 
J Am Geriatr Soc. 2010 Jan;58(1):30-7. doi: 10.1111/j.1532-5415.2009.02631.x. 
PMID: 20122038 [PubMed - indexed for MEDLINE] Free PMC Article 
Related citations 

 
o Development of the risk appraisal measure: a brief screen to identify risk areas and 

guide interventions for dementia caregivers. 
Czaja SJ, Gitlin LN, Schulz R, Zhang S, Burgio LD, Stevens AB, Nichols LO, Gallagher-
Thompson D. 
J Am Geriatr Soc. 2009 Jun;57(6):1064-72. doi: 10.1111/j.1532-5415.2009.02260.x. 
Epub 2009 Apr 21. 
PMID: 19453305 [PubMed - indexed for MEDLINE] Free PMC Article 
Related citations 
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o The Resources for Enhancing Alzheimer's Caregiver Health (REACH): project design 

and baseline characteristics. 
Wisniewski SR, Belle SH, Coon DW, Marcus SM, Ory MG, Burgio LD, Burns R, Schulz 
R; REACH Investigators. 
Psychol Aging. 2003 Sep;18(3):375-84. 
PMID: 14518801 [PubMed - indexed for MEDLINE] Free PMC Article 
Related citations 

 
o Caregiver burden among dementia patient caregivers: a review of the literature. 

Etters L, Goodall D, Harrison BE. 
J Am Acad Nurse Pract. 2008 Aug;20(8):423-8. doi: 10.1111/j.1745-
7599.2008.00342.x. Review. 
PMID: 18786017 [PubMed - indexed for MEDLINE] 
Related citations 

 
o The burdensome and depressive experience of caring: what cancer, schizophrenia, 

and Alzheimer's disease caregivers have in common. 
Papastavrou E, Charalambous A, Tsangari H, Karayiannis G. 
Cancer Nurs. 2012 May-Jun;35(3):187-94. doi: 10.1097/NCC.0b013e31822cb4a0. 
PMID: 22538260 [PubMed - indexed for MEDLINE] 
Related citations 

 
o Caring and coping: the dementia caregivers. 

Papastavrou E, Tsangari H, Karayiannis G, Papacostas S, Efstathiou G, Sourtzi P. 
Aging Ment Health. 2011 Aug;15(6):702-11. doi: 10.1080/13607863.2011.562178. 
Epub 2011 Jun 1. 
PMID: 21547752 [PubMed - indexed for MEDLINE] 
Related citations 

 
o Clinically significant changes in burden and depression among dementia caregivers 

following nursing home admission. 
Gaugler JE, Mittelman MS, Hepburn K, Newcomer R. 
BMC Med. 2010 Dec 17;8:85. doi: 10.1186/1741-7015-8-85. 
PMID: 21167022 [PubMed - indexed for MEDLINE] Free PMC Article 
Related citations 

 
o Long-term effects of bereavement and caregiver intervention on dementia caregiver 

depressive symptoms. 
Haley WE, Bergman EJ, Roth DL, McVie T, Gaugler JE, Mittelman MS. 
Gerontologist. 2008 Dec;48(6):732-40. 
PMID: 19139247 [PubMed - indexed for MEDLINE] Free PMC Article 
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