
Family Caregivers: 
Unpaid. Overworked. Underappreciated. 

How to Succeed Without Becoming 
Patient #2

February 16, 2022
1



Welcome

Remarks by Hon. Marguerite Grays, JALBCA Co-President

§ Judges and Lawyers Breast Cancer Alert (JALBCA) – Celebrating 30 years!
§ Mission: 

§ Educate and mobilize the legal community to support all those affected by 
breast cancer

§ Fund mammograms for women with limited financial means or insurance
§ Fund legal and other support services for individuals and families in crisis 

from breast cancer 
§ Present programs – like this one! – to bring awareness of challenges facing 

and resources for patients …
…..AND THEIR FAMILY CAREGIVERS!
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Meet the Moderator

PETER J. STRAUSS, ESQ.

Senior Partner

Pierro, Connor & Strauss, LLC

JALBCA Board Member



Agenda
Welcome and Opening Remarks Peter J. Strauss
Meet the Speakers 

Introduction to the World of Caregiving  Rev. Gregory Johnson

No One Teaches Us How to Be a Caregiver Sheila Warnock

One Man’s Journey Samuel Simon

Fundamental Tools to Make Caregiving Work Peter J. Strauss 

Discussion, Questions All
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New York’s Senior Population Growth

6Source:HCA-NYS



Caregiving Trends – the past 5 years
23% of Americans say caregiving has made their own health worse.

# of Americans providing unpaid care has increased

# of Americans caring for more than one person  

# of family caregivers who report having difficulty

coordinating care

# of American caring for someone withAlzheimer’s disease
or dementia
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Impact of the Covid -19 Pandemic

Families have been thrown into immediate crisis

Services harder to access – adult day programs are shut  
down; home care access is limited

Inability to visit loved ones in hospitals, nursing homes or
assisted living facilities

Duration of pandemic is unknown, creating further  
uncertainty and caregiver stress
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Working Caregivers Who Need Paid Home 
Care Aides

Shrinking Workforce and Demand



Even If Paid Caregivers are Available, the 
Cost is Prohibitive for Most Families
Full Time Aide

Upstate (approx.):
$16K / mo.
$192K / yr.

New York City 
Metro (approx.)

$18K / mo.
$216,000+ / yr. 
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Introduction to the World of Caregiving 

REV. GREGORY JOHNSON

Inter-faith Minister for Family Caregiving

Chief Advisor for Family Caregiving

Office of the CEO, EmblemHealth



Family Caregiving
Family caregiving is the backbone of the world’s 

health care systems.  Whether for families of origin 
or families of choice, when caring for another, it is 

key to name it and know its many faces. 

And equally essential is to remember the “golden 
rule” of family caregiving:  Before I can care for 

you, I have to care for myself.”  In so doing, family 
caregivers cease to be the silent patients, and 

instead, become recognized for their indispensable 
role and the gifted partners they truly are in the 

world of health care.

RESOURCES FROM EMBLEMHEALTH:
https://www.emblemhealth.com/live-well/mental-health/Support-for-Family-Members-And-Caregivers/care-for-the-caregiver



Greg Johnson Partnerships International, Inc.
Website : 
www.gjp-international.com
E-mail : 
gregjohnson@gjp-international.com

Gregory Johnson

Family Caregiving with the Rev

GREGJOHNSONPARTNERSHIPSINTL

http://www.gjp-international.com/
http://www.gjp-international.com/
mailto:gregjohnson@gjp-international.com
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No One Teaches Us How to Be a Caregiver 

SHEILA WARNOCK
Founder & CEO 

ShareTheCaregiving Inc.
Co-author Share The Care



NO ONE TEACHES US 
HOW TO BE A CAREGIVER

Presented by Sheila Warnock, Founder/CEO 
ShareTheCaregiving (aka Share The Care™) Co-author Share The Care

© Copyright 2022 Share The Care™



A PLAN of ACTION – SHARE THE CARE™
based on Collaboration & Teamwork 

to support Patient/Caregiver/Family/Group Members       

so they can provide: 
EMOTIONAL, SOCIAL & PRACTICAL SUPPORT

(Customized by need)

•  AT HOME
•  FOR HOSPITAL STAYS

•  AT DISCHARGE 
•  DURING TRANSITIONS

• END-OF-LIFE 



Susan Farrow
Sukie Miller, PhD

Sheila and Julia Warnock

EVOLVED OUT OF REAL LIFE EXPERIENCES:

Elissa & Keri



“Susan’s Funny Family” 1988-1991 

Elissa’s Wedding



First Edition 1995

Francine Cina

Sheila Warnock and Cappy Capossela

Another Woman in 
Need of Support



2002
Cappy and Carmen 

Capossela

2003 ShareTheCaregiving, Inc. 
(aka Share The Care™)

A project of the National Center for Civic Innovation

OUR VISION 
We envision a world where caregivers can 
find the support they need and those who 

help them can realize the impact their efforts 
have on the whole community. 

OUR MISSION 
To offer you the guidebook, tools and 

educational information needed to reduce  
the stress, depression, isolation and 

economic hardship of caregiving. 



The 
Library 
Journal

“One of 
the Best 

Health 
Consumer 

Books of 
2004“The book rights to Share The Care are owned by ShareTheCaregiving, Inc.

Also available
as an eBook



“Seeding Share The Care™ in Your Community” 
Training Program for health professionals and clergy

Accredited by the Northeast Multi-State Division of RN Continuing Education

Keynote
Conference

Presentations
Master Class

Workshops
Lunch n’ Learn



www.sharethecare.org
Links: to download 23 STC forms and handouts, 
links to purchase book, and resources 
Our audiences: caregivers/friends; health professionals;
faith communities; corporations

http://www.sharethecare.org/


KEY FACTS ABOUT SHARE THE CARE

The guidebook is the roadmap for
holding the first (scripted) meeting 
so a group can organize and maintain 
their own “caregiving family” to
support someone they know.

We do not start groups for people.
We empower them to start their own.



+

It starts with two friends
who will work with the family/patient     
to prepare for the first scripted meeting

Chapters 2-9 provide step-by-step 
instructions written specifically for them



The First Meeting:
Group meets, bonds and learns about the Share The Care systems

and leaves with a plan of action and a sense of commitment 



Guidebook to maintain their efforts:

• uncovering skills, talents & resources
• sharing jobs effectively
• dealing with the medical maze
• quality of life suggestions
• group problem solving
• facing one’s own personal emotional issues
and:
• signals that a second meeting is needed
• closing meeting



FULL LIFE CYCLE CAREGIVING

• Difficult pregnancy, preemies, and multiple births
• Parents caring for a seriously ill child/teen
• Grandparents raising small children
• Seriously or chronically ill, or disabled
• Rehabilitation after surgery, an accident or combat 
• Older adults living alone in need of assistance
• End-of-life (palliative care and hospice)
• Throughout bereavement

______

• Teens transitioning into foster care



Share The Care™ Study shows that: 

• increases the caregiving preparedness of
group members, enabling them to be more 
effective teammates; and future caregivers

• supports a care receiver’s ability to stay 
at home with necessary informal systems 
in place 

• is replicable and its functionality can be       
applied across a variety of settings and 
circumstances 

Journal of Gerontological Social Work 2016
Available on request



•   ensures longevity and a successful  caregiving                  
experience through its structured system of care 

•  helps reduce the burden of the caregiver   

• has a positive impact on the well-being of the                                   
caregiver, care receiver, and group members



Group Member: Describes her experience

“It was the most rewarding experience of my life.                     
It proved that I could contribute so much without               

feeling overwhelmed or overburdened.      
It taught me to trust others,                                                    to 

know the real meaning of "team work".
Emotionally, being able to choose to help                 

according to my strengths and to “pass the buck”                      
where I felt I was weak was a Godsend!”  

STC Group Member       
Narrative Comment from Survey



Share The Care™
for broad scale replication

Addresses Multiple Policy Objectives: 
•  To decrease caregiver burden and social isolation
•  To better prepare communities to meet the challenges   
of an aging society
•  To improve end-of-life care 

The Program Model is:  
•  Low Cost  
•  Adaptable
•  Sustainable 



For more information about the model, 
training and/or research study

contact:  
Sheila Warnock

swarnock@sharethecare.org

212-991-9688

visit:  www.sharethecare.org

mailto:swarnock@sharethecare.org
http://www.sharethecare.org/
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One Man’s Journey

SAM SIMON, playwright & author
The Actual Dance: Love’s Ultimate Journey 

Through Breast Cancer
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Next Week’s 
Virtual Program:
6pm, Wednesday

February 23rd

Register
https://jalbca.org/
Click on ‘Events’

https://jalbca.org/


Peter J. Strauss:
Tools to Enable Caregiving: Advance Planning
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A Caregiver’s ability to advocate and care for the patient depends on
existence of advance planning legal documents
§ Health Care Proxy and LivingWill
§ Power ofAttorney

§ LivingTrust

Patient should also have:
LastWill andTestament
A MOLST (Medical Order for Life Sustaining Treatment) is a document executed  by a 
physician in a hospital at the direction of the patient – important tool to  determine 
treatment at end of life)



Advance Directives: Health Care Proxy

§ Appoints a person – the health care agent
– to make health care decisions

§ The health care agent’s authority to act  
begins when a physician determines that  
the patient lacks capacity to make health  
care decisions (ability to give informed  
consent)

36



Advance Directives: The Living Will
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At Pierro,Connor & Strauss,we refer to this as a“Health Care  
Declaration.”

§ Expresses a person’s wishes about the type of care and treatment she
or he would want or refuse

§ Guides the Health CareAgent
§ The Health Care Declaration must be honored by physicians and other  

health care providers, but compliance is spotty
§ PCS has designed language for its Declaration to deal with the  

compliance issue



Family Health Care Decisions Act
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§ Allows a family member to make health care decisions if there is no health care proxy,  
health care declaration or MOLST

§ A family member - called the Surrogate - can direct treatment or care
- Under certain circumstances the surrogate may direct withdrawal or  
withholding of life-sustaining treatment and care at the end of life.

§ In order of priority, the surrogate can be the legal guardian, spouse or domestic partner,
adult child, parent,brother or sister, or close friend

§ If no person is in above categories, under limited circumstances, a hospital may make health  
care decisions for incapacitated person

LIMITATION: Surrogate may only act when patient is in hospital or nursing home



Power of Attorney

Appoints an individual to transact business and financial matters for the  
patient

§ Agent, co-agent and successors
§ Who is appropriate?

§ Agent must sign,notarize

§ Statutory Gifts Rider

§ Durable,Springing

§ Include provision allowing the agent 

to make gifts and create trusts
39



“My parent has cognitive issues but never  
signed advance directives: Is it too late?”
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No – Capacity is not an on and off switch

§ Ability to sign advance directive is task specific
§ Living Will may require higher level of understanding than HCP
§ Power of Attorney with gift rider may require a higher level of understanding than a  

basic POA
§ Patients with cognitive issues may have sufficient capacity to execute certain

advance directive



Guardianship

§ A proceeding to appoint a guardian for an  
incapacitated person is time-consuming,  
expensive and should be a last resort

§ But it may be necessary to appoint a guardian  
of a person or property if no advance  
directives have been signed.
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Useful Resources:
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WATCH:  Video
“Changes and Challenges for Caregivers”
https://www.youtube.com/watch?v=Uj4LlSuFQ5w

READ: NAELA Journal Article, Spring 2021
“Why We Are Failing Family Caregivers”
https://is.gd/oGAdJc

https://www.youtube.com/watch?v=Uj4LlSuFQ5w
https://is.gd/oGAdJc


In Conclusion:
§ A link to a video of this program will be shared with all attendees 

and posted to the JALBCA website next week

§ Sign up for our next webinar in this Caregiving Series:
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6pm
Wednesday, February 23

The Actual Dance:  A Play in one Act by Samuel Simon
Followed by Discussion

Register: https://jalbca.org/
Click on “Events”

https://jalbca.org/


THANK YOU!
QUESTIONS?

Sheila Warnock
swarnock@sharethecare.org

(212) 991-9688 44

Peter J. Strauss, Esq.
pstrauss@pierrolaw.com

(212) 661-2480

Samuel Simon
sam@theactualdance.com

Rev. Gregory Johnson
gregjohnson@gjp-international.com

mailto:swarnock@sharethecare.org
mailto:pstrauss@pierrolaw.com
mailto:sam@theactualdance.com
mailto:gregjohnson@gjp-international.com

