What is a Caregiver?
• A family caregiver refers to a non-professional who provides
unpaid care for others in the home
• A caregiver is responsible for attending to the daily needs of
another person
• Caregivers are responsible for the physical, emotional and often
financial support of another person who is unable to care for
him/herself due to illness, injury or disability.
• The care recipient might be a member of the caregiver’s family of
origin, or his or her family of choice, a special friend, neighbor,
support group member or life partner

Caregiving Trends
• Caregivers typically spend 20.4 hours each week caring for the
recipient, the equivalent of an additional half-time job
• Seven in ten caregivers (73%) are employed
• Two-thirds of employed caregivers (66%) report that caregiving
caused them to make changes at work, such as going in late, leaving
early or taking time off during the day
• Others leave their jobs altogether: 1 in 5 report taking a leave of
absence; 6% quit working altogether; and 4% take early retirement

Landscape of Health Care
• The US is facing a national shortage of healthcare providers

• As the population ages, demand for care is likely to increase
• An estimated shortage of 20,400 primary care providers is expected
by 2020
• A shortage of 200,000 physicians is likely within the next 20 years
• By 2020, the number of registered nurses is expected to fall 29%
• Social workers are more likely to live in metropolitan areas, leaving
unfilled needs in many rural areas
• The expanded role of spiritual care along with the aging population,
will lead to a shortage of chaplains
• This means caregivers will have expanded responsibilities

Role of Family Caregivers
• Diagnosis: integrate medical information, make decisions
• Treatment: juggle competing demands, provide support
• Recurrence: new round of treatment, maintain hope

• Home care: manage home care professionals, emergencies,
insurance companies
• Palliative Care: make decisions, adjust to functional limitations
• Hospice: accept new goals of care, comfort, quality of life

Role of Family Caregivers
• Provide assistance with Activities of Daily Living (eating, dressing, bathing)
• Provide assistance with Instrumental Activities of Daily Living (household
tasks, shopping)
• Provide transportation
• Run errands
• Monitor symptoms
• Manage prescription medications
• Perform extra household tasks

• Perform procedures at home
• Manage patient’s emotional reactions to illness

Role of Family Caregivers: Serious
Illness
• Integrate new medical terminology, treatment setting,
medications, procedures
• Play an active role in treatment decision-making
• Adjust to functional limitations
• Support emotional responses from the patient
• Help to facilitate transitions to hospice or care facility
• Witness to patient suffering

Role of the Caregiver: Discharge Planning
• Hospital discharge requires a formal handover between
providers
• The caregiver should be given a clear understanding of the care
plan and follow-up steps
• Caregivers should receive

• a discharge summary with a problem list
• a medication list
• clear follow-up instructions for labs and appointments
• clear guidance on warning signs and symptoms
• appropriate contact information

Role of Family Caregivers: Home Care
Surveyed 1,677 family caregivers in the US
46% of caregivers
performed medical and
nursing tasks

78% of caregivers
managed medications,
IV’s and injections

35% of caregivers
functioned as care
coordinators

•

35% of caregivers were
doing wound care

69% of caregivers had
no home visits by
HCP’s

AARP 2012, Home Alone, Family Caregivers Providing
Complex Chronic Care

Role of Family Caregivers: Long-Term
Care
• Family members and friends provide most long- term care at home
• Fifty eight percent of care recipients 50 or older live in their own
home and 20% live with their caregiver
• Only 11% live in a nursing home or assisted living facility
• Contributions represented by the care delivered by informal and
family caregivers add up to about $375 billion each year

Role of the Caregiver: Long-term Care
• Visit the patient
• Advocate for the patient
• Make sure patient is referred to stimulating programs
• Communicate with facility staff
• Help patient adjust to new environment

Resources for Caregivers: The
Interdisciplinary Team
• Physician
• Nurse

• Social worker
• Chaplain
• Volunteer

• Art therapist
• Physical therapist
• Music therapist
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Patient
and
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Resources for Caregivers: The
Physician
• The physician is trained to provide leadership in developing and
supervising the patient’s overall health care plan.
• The role can be divided into these general areas:
• Medical history and physical examination to determine the
diagnosis
• Ongoing care for the patient while in the hospital or ambulatory
setting.
• Works collaboratively with the healthcare team to provide optimal
care including referrals to other practitioners or services
• The physician provides education to patients and caregivers
• Advocates for patients and caregivers in navigating complex
medical systems

Resources for Caregivers: The Nurse
• Explains illness and treatment options in lay language
• Educates patients and caregivers about different care
settings
• Helps families make informed decisions
• Reviews medications

• Helps to implement the plan of care
• Communicates with the physician

Resources for Caregivers: The Social Worker
• Refers to other agencies for individual, family counseling
• Provides counseling, support, and crisis intervention
• Promotes communication and collaboration
• Advocates for patient and family needs in different settings
• Encourages families through challenging events
• Educates patients and caregivers
• Includes caregivers in care plans and medical decisions

Resources for Caregivers: The Social Worker
• Understands the big picture
• Refers caregivers to community resources
• Assesses families for domestic violence and child abuse
• Helps patients apply for entitlements, housing
• Coordinates transportation
• Coordinates care across settings
• Helps families prepare for safe discharge or move to
another facility

Resources for Caregivers: The Home
Care Worker
• In screening applicants in person or by phone, describe the job
in detail and state specific expectations
• Ask about the applicant’s past experience and references
• Consider having a family member, the patient or a friend sit in
• Develop a list of questions pertinent to the job description
• Where have you worked before?

• What were your duties?
• How do you feel about caring for a disabled/forgetful person?
• How do you handle people who are angry, stubborn, fearful?
• Is there anything in the job description that you are uncomfortable doing?

Resources for Caregivers: Your
Community
• Most communities have attendant registries that can be an
excellent resource for finding in-home help because they
typically provide some initial screening of applicants.

• When calling an attendant registry, it is important to inquire
about their particular screening process and/or training
requirements, as well as about any fees charged.
• While some are free, fees for using a registry can vary greatly. It
is a good idea to shop around and obtain the best service at an
affordable rate.
• There are also nonprofit community agencies that maintain lists
of individuals available to perform all kinds of household tasks,
from cleaning and laundry to repairs and gardening.

Resources for Caregivers:
Palliative Care
• Palliative care is specialized medical care for people with serious
illness
• This type of care is focused on providing relief from the
symptoms and stress of a serious illness.
• The goal is to improve quality of life for both the patient and the
family
• Palliative care is provided by a specially-trained team of doctors,
nurses and other specialists who work together to provide an
extra layer of support.
• It is appropriate at any age and at any stage in a serious illness,
and it can be provided along with curative treatment.

Resources for Caregivers:
Palliative Care
• What does the palliative team provide?
• Relief for symptoms and distress
• Help patients and caregivers understand their disease and diagnosis
• Help clarify treatment goals and options
• Evaluate your ability to cope with the illness
• Assistance with making medical decision
• Coordination with other doctors

• Services are usually covered in part by most insurance plans,
Medicare, Medicaid
• Focus is on the patient and caregiver

Resources for Caregivers:
Hospice Care
• Considered a model of quality care, hospice focuses on relieving
symptoms and supporting patients with a life expectancy of
months, not years.

• Hospice involves a team-oriented approach to expert medical
care, pain management and emotional and spiritual support.
• The emphasis is on caring, not curing.
• In most cases hospice care is provided to a patient in his or her
own home.
• It also can be provided in freestanding hospice facilities,
hospitals, nursing homes and other long-term care facilities
» Getpalliativecare.org

Resources for Caregivers:
Hospice Care
• Hospices are designed to improve quality of life for terminally ill
patients by controlling symptoms and preserving dignity
• An interdisciplinary team of professionals works together to
meet the physical, psychological, social, and spiritual needs of
the patient and family
• Services include medical, nursing and social work care, nutrition,
counseling, spiritual support, art therapy and music therapy
• Equipment such as hospital beds and wheelchairs are provided
• Patients receive scheduled visits
• Intrusive medical interventions and trips to the ER are avoided in
keeping with the patient’s wishes

• Bereavement support continues for caregivers for 13 months

Hospice in the U.S.
•Should not be considered a ‘philosophy of care’
• Should not be considered a program for the dying
• In the U.S., hospice is
• A government entitlement program for the elderly and the
poor
• A full-risk managed care benefit emphasizing
comprehensive home care
• A health system that provides specialist palliative care in
the home for those with advanced illness who are eligible

Hospice in the U.S.
• Arguably the best benefit in health care
• No deductible or co-pays or co-insurance
• Can be revoked at any time
• Accepts all other insurances for costs unrelated to the terminal
illness

• But benefits of hospice have not been fully realized
• Median length of stay is less than 20 days
• Late referral or no referral because hospice is linked to dying and
out of the mainstream and because it requires MD prognostication

Caregiver Pearls: Defining Your Needs
• What type of help does my loved one need to live independently?
• What type of help might be needed in the future?
• Who will take charge of making arrangements for care?
• How much money is available to pay for outside resources?

• Will insurance cover any services?
• What days and times do I need help?
• What kind of assistance can I provide myself?
• Do I have a job that will affect the amount of care I can provide?
• What type of help are my friends and family members willing to provide?
• Can we get used to having a stranger in our home to help us?
• Can we adjust to someone who speaks a different language?

Caregiver Pearls: How are You Doing?
• If you cannot enjoy activities you previously enjoyed, and your
emotional pain overshadows all pleasure, you may be depressed
• If you are preoccupied and nervous about your loved one, you
may be experiencing anxiety
• Caregiving often involves a range of emotions.
• grieving a loss
• experiencing increased stress
• feeling your own needs are getting lost
• anger and resentment

• These feelings are perfectly normal

Effects of Caregiving on Health and Well-Being
• Caregiving affects health and well-being regardless of age, sex,
and race and ethnicity
• Sleep deprivation
• Poor eating habits
• Lack of time for exercise
• No time to stay in bed when you are ill
• Postponing medical appointments

• Caregivers are at increased risk for depression and excessive use
of alcohol, tobacco, and other drugs.

Effects of Caregiving on
Health and Well-Being
• Caregiving can be an emotional roller coaster
• On the one hand, caring for your family member demonstrates
love and commitment and can be a very rewarding personal
experience
• On the other hand, exhaustion, worry, inadequate resources,
and continuous care demands are enormously stressful.
• Caregivers are more likely to have a chronic illness than are noncaregivers, namely high cholesterol, high blood pressure, and a
tendency to be overweight.
• Studies show that an estimated 46 percent to 59 percent of
caregivers are clinically depressed.

Impact of Caregiving
Negative

Positive

Late arrival or early departure from work Personal strength through adversity
Rescheduling your day

Improved sense of self-worth

Burden and distress

Deepening the relationship

Loneliness

Sense of fulfilling an obligation

Stress related illnesses

Sense of personal growth

Resources for Caregivers: Self-Care
• Personal and professional
wellness
• Physical and emotional
health

• Physical exercise
• Leisure
• Relaxation
• Effective communication
• Social support

Resources for Caregivers: Self-Care
Emotional

Physical
• How can I take care of my body?
• How does my stress show up
physically?
• Pay attention to body signs of stress
• Regular medical check-ups
• Body-focused stress-relief

• How can I take care of my mind?
• How does my stress affect me
emotionally, cognitively, or
behaviorally?
• How do I process emotion?
• Do I have sufficient time to myself?
• Do I have time to socialize?

Social
•
•
•
•

How can I take care of relationships?
How does my stress show up?
What are my own needs?
Am I addressing conflicts in a healthy
way?
• Do I ask for support when I need it?

Spiritual
•
•
•
•
•

How can I take care of my spirit?
How does my stress affect my spirit?
What is the meaning of life?
Religious, spiritual, existential
What helps me feel connected to
something larger than myself?

Caregiver Pearls
• Understand the diagnosis
• Talk about finances and healthcare wishes
• Consider inviting family and close friends to come together
and discuss the care that is needed
• Take advantage of community resources
• Find support

Caregiver Pearls: Key Definitions
• Advance directive: Written or verbal instructions for care if the patient
cannot communicate or is unable to make decisions
• Do not resuscitate (DNR) order: A physician's order not to attempt CPR
if a patient′s heart or breathing stops. There are separate versions for
home and hospital.
• Durable power of attorney for healthcare and Healthcare proxy: A
document that designates the person the patient trusts to make
medical decisions on their behalf

• Living will: document stating a patient′s wishes regarding medical
treatments.
• Long-term care: care that supports patients with chronic impairment
for an indefinite period of time in nursing facilities, at home or in the
community.
» Getpalliativecare.org

Caregiver Pearls: Identify Personal Barriers
• Avoid negative self-talk?
• Thereʼs no way I can find the time to exercise
• If I donʼt do it, no one will.

• If I do it right, I will get the love, attention, and respect I deserve.
• Our family always takes care of their own.
• I promised my loved one I would always take care of him or her

• Try positive self-talk
• I can exercise for 15 minutes a day
• Iʼm good at giving John a bath
• I am ready to ask for help

Caregiver Pearls: Reduce Personal
Stress
• Recognize warning signs: irritability, sleep problems,
forgetfulness
• Donʼt wait until you are overwhelmed.

• Identify sources of stress. Ask yourself, “What is causing stress
for me?”
• Sources of stress might be that you have too much to do, family
disagreements, feelings of inadequacy, or the inability to say no.
• Identify what you can and cannot change. “What do I have some
control over? What can I change?”
• Take action. Stress reducers – walking, exercise, gardening,
meditation, coffee with a friend.

Caregiver Pearls: Set Goals
• Decide what you would like to accomplish in the next three to
six months to take care of yourself.
• Take a break from caregiving.

• Get help with caregiving tasks like bathing and preparing meals.
• Engage in activities that will make you feel more healthy.
• Make an action plan

• Make an appointment for a physical check-up.
• Take a half-hour break once during the week.
• Walk three times a week for 10 minutes.

Caregiver Pearls: Seek Solutions
• Identify the problem. Look at the situation with an open mind.
Don’t think you have to do everything yourself.
• List possible solutions. Ask a friend to help. ask about agencies
in your area that can help.
• Select one solution from the list. Then try it!
• Evaluate the results. Ask yourself how well your choice worked.
• Try a second solution. If your first idea didnʼt work, select
another.
• Use other resources. Ask friends, family members, and
professionals for suggestions.

• If nothing seems to help, accept that the problem may not be
solvable now. You can revisit it at another time.

Caregiver Pearls: Communication
• Use “I” messages rather than “you” messages.
• ”I feel angry” rather than “You made me angry” enables you to express
your feelings without blaming others or causing them to become
defensive.

• Respect the rights and feelings of others.
• Be clear and specific. Speak directly to the person. Donʼt
hint or hope the person will guess what you need.
• When both parties speak directly, the chances of reaching understanding
are greater.

• Be a good listener. Listening is the most important aspect
of communication.

Caregiver Pearls: Communicate with
the Physician
• Build a partnership with the physician
• Prepare questions ahead of time
• Make a list of your most important concerns and problems.
• Enlist the help of the nurse to answer questions
• Take someone with you help you remember what the physician and nurse said.
• Use assertive and specific communication
• I need to know more about the diagnosis
• I will feel better prepared for the future if I know what's in store for me.
• I am feeling rundown. I'd like to make an appointment for myself next
week
• I need a way for my mother to sleep at night as I am now exhausted being
up every two hours at night with her.

Caregiver Pearls: Accept Help
• Don’t say: “Thank you, but I'm fine.” People want to help.
• Someone can take the pt on a 15-minute walk a couple of times a week.
• Your neighbor can pick up a few things for you at the grocery store.
• A relative can fill out some insurance papers.

• When you break down the jobs into very simple tasks, it is easier for people to help.

• Help can come from community resources, family, friends, and
professionals. Ask them. Donʼt wait until you are overwhelmed.
• Reaching out for help when you need it is a sign of personal strength.
• Prepare a list of things that need doing. The list might include errands,
yard work, or a visit with your loved one. Let the “helper” choose what
he or she would like to do.
• Use “specific I” statements: “I would like to go to church on Sunday.
Would you stay with Grandma from 9 a.m. until noon?”

Caregiver Pearls: Identify Personal
Barriers
• Do you have trouble asking for help?
• Do you feel you have to prove that you are worthy of the care
recipient's affection?
• Do you feel you are responsible for the patient’s health?
• Do you believe if you donʼt do it, no one will?
• Do you say: Our family always takes care of their own.
• Did you promise your father you would always take care of my
mother?

Caregiver Resources
• www.caregiver.org
• https://carezone.com/home
• http://www.elder411.net/
• http://unfrazzledcare.com/unfrazzle-app/
• http://www.alz.org/

• http://Agebuzz.com
• http://www.communityresourcefinder.org/
• http://www.caregiving.com/

• http://www.nytimes.com/section/health Paula Span’s New
Old Age Blog

Caregiver Resources
• http://www.aarp.org/home-family/caregiving/
• http://caregiveraction.org/
• http://dailycaring.com/what-is-living-will/
• http://betterhealthwhileaging.net/
• http://www.healthinaging.org/
• http://www.nextstepincare.org/

• http://www.medicareadvocacy.org/
• https://www.shiptacenter.org/
• http://roobrik.com/

Caregiver Resources
• One place to begin your search is with your local Area Agency
on Aging (AAA).
• To find the AAA nearest to you, call the Eldercare Locator at
(800) 677-1116 or visit the national AAA website
• Your AAA can provide the following:
• Information about attendant registries
• Lists of home care agencies

• Tax help for seniors
• Suggestions for places to advertise in your community

MJHS Hospice and Palliative Care:
mjhs.org
• MJHS Hospice and Palliative Care began in 1980 as one of the first
certified hospice programs in the nation
• MJHS is now the largest hospice & palliative care program in NYS
• MJHS Hospice currently serves approximately 900 patients per
day in NYC and Nassau County
• In 2010, a palliative care program was added, which now includes
home-based initiatives, services in two hospitals and five nursing
homes, and a growing pediatric service seeing about 400 pts a day
• During the past six years, just one of the programs—the
community-based so-called ‘high touch’ model—cared for more
than 1,700 patients, with NP or physician home visits, social work
visits, and telephone contacts.

MJHS Hospice and Palliative Care:
mjhs.org
• MJHS is an integrated not for profit health system that provides
rehabilitation, home care, palliative care, hospice, and various
health plans for Medicare and Medicaid eligible individuals.

• MJHS has rehab centers and inpatient residences including
Menorah Center for Rehabilitation and Nursing Care, Mollie and
Jack Zicklin Residence, Muriel and Harold Block Residence, and
the Inpatient Residence at Menorah which cares for adults and r
children
• The Institute for Innovation in Palliative Care focuses of
education and research https://www.mjhspalliativeinstitute.org/

Conclusions
• With the aging of the population and the trend towards
outpatient care, family caregiving is likely to increase
• Take care of yourself- know your limits and ask for help
• Understand the resources available to you
• Find support where you are: family, friends, neighbors, clergy,
HR, Employee Assistance, others
• You have needs too!

Through This Workshop
Caregivers Will be able to
➢Redefine traditions
➢Balance priorities

➢Communicate with family members
➢Plan for the health and well-being of your loved one
➢Manage stress and time

The Best of the Holidays

“What do you love and
•Traditions
look
forward to?
•Faith & spiritual
celebrations

•Family gatherings
•How is Thanksgiving
different from Christmas?
Every family is different
What is normal for your family is
not for someone else's

Challenges

“What do you not look forward to?”
• Balancing caregiving responsibilities
• Health of the relative
• Physical fatigue

• Emotional stress
• Family communication & relationships

Changing Traditions
•What traditions are priorities?
•What has to change?
•What does the older adult want?
•What does the older relative need?
•What does the caregiver need?
•Role of other members of the family

Balancing Needs
• Choices:
• Honor the choices of the care receiver
• How much can the care receiver still do for
him or herself?
• How much control can the person continue
to have over own health choices?
• When Caring Becomes “Over-Caring”
• Do you need to do everything that you are
doing now or are you ‘over-caring?’
• How can you empower your loved one
within their limits and needs so that they
remain as independent and self sufficient as
they can?

.

Family Communication &
Relationships
• Relationships change as the health of the care
receiver changes
• Re-define the roles
• Identify what other family members can do to
help the person you are caring for to support
you
• Ask for help
• How do you deal with overbearing and
interfering family members?
• How can you balance your caregiving with
your relationships to other family members
and with your loved one?

Talk about it!

Plan Ahead
•Medical situation

Doctor visits
Medications – refills, changes
Dressing
How much time – stamina, preparing, traveling, dealing
with emotions?
• Traveling = long distance or across town
•
•
•
•

•What about if care receiver is living in a facility?
•Involving family
•Schedules
•Meal planning

Things to Consider During Family
Gatherings

•Kids

•Music
•Noise
•Reminiscence

•Ask the older adult how long they want to stay
away from home or facility

Old & New Traditions
• Encourage other family members to sit
and talk with the older relative
• Read traditional favorite poems and books
• Prepare/share at least one favorite holiday
dish instead of the whole meal
• Play cards
• Watch favorite movie together
• Work together in the kitchen

Start “passing the torch” to
the next generation

Food & Meals
•Plan around medication times –
be sure to take them if away
from home, even if for a few
hours
•Ask the older adult how long
they want to stay at another’s
home if not eating at home
•Give the care receiver a place
of honor at the table
•Allow time for the older adult to
get to the table

Gifts for Older Adults
Listen and Observe:
What do they like or don’t like; what have they
received and never used; are you buying it because
you like it or think they need it?

• Something home made
• Gift cards to favorite restaurants
• Calendars with photos of something that interests them
or is valuable to the older adult
• Scrapbooks, family albums, framed photos
• Candles (if not a safety issue), bath gels, body lotions,
favorite aftershave
• Special coffee, tea, or food item (if meets dietary and
doctor guidelines).
• A specially written letter by a family member
• Clothing that you know he/she would appreciate and
use

Taking Care of Yourself

What do you need to do to enjoy the holidays??

Do’s
Practical Stress Management Tips
• Lower your expectations

• Be kind to yourself
• Recognize your limits
• Practice your faith
• Be realistic
• Watch the amount and type of food
you eat
• KISS-keep it simple and sane
• Make lists and do what is written • Get as much sleep and rest breaks
as you can
on them
• Schedule some time for yourself
• Prioritize
• Make exercise a priority
• Set limits/boundaries
• Have some fun
• To what can you say ‘no?’
• Listen to music
• Decide & take action
• Limit shopping; shop early
• Breathe deeply
• Slow down

Do’s

Practical Stress
Management Tips
• Ask for help to relieve you from as many
holiday responsibilities as in the past
• Let go of what you cannot control and
take the initiative to influence what you
can
• Remember what the holidays are about
• Reframe how you see situations and
people
• Remember the good times
• Tell people that you love them
• Take one day at a time and value it

Do’s

Practical Stress Management Tips
• Find the ‘spark’ in the relationship with
the care receiver

• Don't Overdo
• Food

• Recognize the harmful effects of
expecting everything to be perfect &
take steps to be more flexible

• Alcohol

• Remind yourself about the high cost of
worry and the low return

• Work

• Be willing to accept that sometimes
enough is okay
• Respond - don't react.

• Shopping
• “Doing”

What can the Grandkids & the
Younger Generations Do to
Help?
• Run errands
• Help with housework
• Stay with the grandparent(s) while you
take a nap, run errands, etc
• Do more for themselves, not expecting
money and attention for themselves
Jeanie Crane, Caregiver, 2004

.

What can the Grandkids & the Younger
Generations Do to Help?

Keep Your Sense of Humor

Remember to focus on what is really important
& the reasons you are celebrating –
giving thanks and to worship
Focus on family, laughter, and happy memories
Take care of yourself as a family caregiver!

