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families understand and appreciate how hard they are working. We may also be able to
influence them to seek help. Remember that listening is powerful medicine.

Listen actively for these signs of stress:

e Denial about the disease, the effect on the person diagnosed and the effect on family
members. “I think mom is going to get better.”

e Anger at the person with the disease. Anger that there’s no cure, anger that other people
don’t understand or care what’s going on. “If he asks me that question one more time,
I’ll scream!”

e Social Withdrawal from their circle of friends, family and activities that once gave them
pleasure. “I don’t care about getting together with friends anymore.”

e Anxiety about the future, facing another day. “What happens when she needs more care
than I can provide? What happens if she needs to go into a nursing home?”

e Depression that affects their ability to cope, depletes their strength or impacts their
immunity. ” I don’t care anymore. I'm crying all the time.”

e Exhaustion that makes it difficult to complete daily tasks. ”I’m too tired to do this.”

o Sleeplessness caused by an exhaustive to do list and list of concerns. ”What if she
wanders out of the house and gets lost? What if she falls and breaks her hip?”

o Irritability, moodiness or negative reactions. “Don’t ask me to do anything else.”

e Lack of concentration that makes it difficult to perform familiar tasks or keep
appointments. “I was so busy; I forgot we had an appointment.”

e Health Problems that begin to take a toll, mentally and physically. Reduced immunity
can make people vulnerable to all sorts of health problems. “I can’t remember when I
felt good/healthy/rested.”

Most people behave differently under stress. Individual personality and family dynamics
often change or distort during periods of stress. We can become extreme versions of ourselves
which makes interacting with those around us far more difficult. Watch for signals of caregiver
burden by paying attention to these red flags:

¢ Changing appearance/behavior/personality
Calling for frivolous reasons
Crying or angry outbursts
Increasing distractedness
Ignoring advice
Neglecting homework
Forgetting appointments
Not listening or absorbing information
Not asking questions

Another way to recognize caregiver burden is to ask questions. It’s fair to ask your clients and
their families questions such as:

e Are you visiting your physician regularly?

e Are you able to accept assistance from others?

e Are you talking to others about your feelings?



e How would you characterize your immunity at this time in your life compared to before
you took responsibility for your mom?

e Does your circle of influence (family, friends, and co-workers) know about your
situation?

There are at least three things we can do for our families with caregiver burden. The first is
to listen actively, with attention and reflection. Be present to their situation. The second is to
acknowledge sincerely that the job they are doing, the work of caregiving, is enormously
difficult and sometimes exhausting. Caregivers need to hear that you know this. People have
burst into tears at the simple acknowledgement that what they are doing is an enormously
difficult, thankless, exhausting job and that they doing it well. Acknowledge that what they are
doing by seeing you is one of the ways to be a healthy caregiver. Do not underestimate the
power of sincere acknowledgement of the job of caregiving. Being seen, known and understood
is priceless. The third way we can help families with caregiver burden is to offer support,
services, resources and referrals. Caregivers need to hear that seeking help/services is okay.
This is a complicated journey; it is a marathon, not a sprint. They need to hear that it’s okay to
say “Yes” to help and okay to say “NO” to something that may increase their stress. They also
need recognition that they are the experts regarding their loved one. Always assume that they
have more knowledge and understanding regarding their loved one than you do.

Family caregivers are unsung heroes who make significant sacrifices and provide the
majority of long term care for our elders. They are overwhelmed and many experience
emotional, physical and financial burden with their role. We know that caregiver support
programs are effective. However, we also know that linking caregivers to programs is
sometimes difficult.

Resources for families abound. The resources listed on the LCPLFA website are just one place
to start your research.
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Resources:

Alzheimer’s Association National Office




http://www.alz.org

225 N. Michigan Ave.

Chicago, IL 60601

24/7 Information Helpline: 1-800-272-3900

(Do not need to be in a crisis to call.)

First thing you’ll see on this site is a USA map. Click on your state for your local chapter. This site has useful
information for caregivers. Get to know your local Alzheimer’s Association staff. Our chapter, the Minnesota North
Dakota chapter staff are amazing people. They have a professional educator, a community educator, early stage
services manager, educational programs, support groups. They stock many brochures including “Early Stage”, “Late
Stage”, “Maintaining Your Brain” and “Ten Warning Signs of Dementia”. One of their most useful brochures is on
“Caregiver Stress”.

National Institute on Aging (NIA)

http://www.nia.nih.gov/Alzheimers/Caregiving/HomeAndFamily/
This is the Caregiver page on the National Institute of Health website. There are tips for caregivers, information on

home safety and how to find support groups.

Family Caregiver Alliance National Center on Caregiving

http://www.caregiver.org

You'll find helpful fact sheets on caregiving in the United States here, where caregiving is described as a “universal
occupation.” Help for new caregivers, the effects of caregiving on physical and emotional health, legal issues and
policy implications.

Center on Age & Community (CAC) University of Wisconsin Milwaukee

http://www.ageandcommunity.org/products.html

This is the “Products and Resources” page of the CAC website. A manual targeted to professionals and
paraprofessionals who work with family members of persons with dementia is available. (Guide to Supporting
Family Caregivers through the Alzheimer's disease Trajectory: Grief and Personal Growth.) You can download
white papers from the "Dialogues in Best Practice" series for free. For example:” How to Best Communicate End-of-
Life Issues with Older Adults with End-Stage Dementia and their Families” and "What are the phases of applied
research in the area of family caregiving?”

Rosalynn Carter Institute for Caregiving (RCI)

http://www.rosalynncarter.org

The mission of RCl is “Building Support for America’s Caregivers.”

Executive Director, Rick Birkel, is quoted on the site saying: "Because caregivers are viewed as expendable
resources in systems of care, they are overlooked, ill-prepared and poorly supported. We believe that caregivers
should be cultivated, supported and celebrated. Investing community resources in educating and training
caregivers, providing them a wide range of supports including respite, and celebrating their achievements and lives
results in a higher quality of care, healthier, more effective caregivers, and a better quality of life for the entire
community."

Alzheimer's Disease Education and Referral Center (ADEAR)
http://www.nia.nih.gov/Alzheimers/Publications/CaringAD/

1-800-438-4380

ADEAR is operated as a service of the National Institute on Aging (NIA), one of the Federal Government's

National Institutes of Health and part of the U.S. Department of Health and Human Services. All
information on this site is free, useful, and easy to understand. This page allows you to order this free book or




download a PDF of this caregiving guide. Caring for a Person with Alzheimer’s Disease: Your Easy-to-Use Guide
from the National Institute on Aging

Hi-Tech Supports for Caregivers — the future is here!

Free iPhone App with journal feature and prescription drug organizer

http://strengthforcaring.com/careconnector/index.html
From the website: “The CareConnector is an iPhone application designed for caregivers on the go. It gives you
information at your fingertips to make caregiving easier.”

Website to Organize Multiple Caregivers

https://www.ihlcaregiver.com
Independent Home Living uses internet-based technologies to provide tools and navigational aids for caregivers
from a single access point.

Book recommendations:

How to Say It To Seniors, Closing the Communications Gap with Our Elders

by David Solie, MS, PA

http://www.dsolie.com/

The premise of his book is that the two “developmental drivers” associated with getting old are maintaining
control and searching for a legacy. The conflict that these tasks set up in elders and in their loved ones causes
much of our miscommunication with the aged.

Ambiguous Loss by: Pauline Boss, Ph.D. Professor Emeritus of Family Social Science, University
of MN

Studies and Journals

Caregiving as a Process of Changing Identity: Implications for Caregiver Support.
Generations, Journal of the American Society on Aging, 33(1): 47-52.
Montgomery, R. J. V. and Kosloski, K. 2009.

The Evercare Survey of The Economic Downturn and its Impact on Family Caregiving, Evercare in
collaboration with National Alliance for Caregiving, 2009, available at
http://www.caregiving.org/data/EVC Caregivers Economy Report%20FINAL 4-28-09.pdf

Caring for the Caregiver, AARP, 2007, available at
http://www.aarpmagazine.org/family/caregiving/caring for the caregiver.html?print=yes

Improving caregiver well-being delays nursing home placement of patients with Alzheimer disease.
Neurology, 67: 1592-1599.
Mittelman, M. S., Haley, W. E., Clay, O. J., Roth, D. L. 2006.



Caregivers in Decline: A Close-up Look at the Health Risks of Caring for a Loved One, Evercare in
collaboration with National Alliance for Caregiving, 2006, available at
http://www.caregiving.org/data/Caregivers%20in%20Decline%20Study-FINAL-lowres.pdf

Partners in Care: Empowering Caregivers Through Coaching
Centre on Aging, University of Victoria.
McGee, P. and H. Tuokko. 2005.



