
Funded with a federal grant for Lifespan Respite awarded by the 
Administration for Community Living to the New York State Office for 

the Aging. 

10/24/2018 1

Presenter
Presentation Notes
Introduce Nearly 3 years with the CoalitionThank everyone for willingness to share in our efforts to advocate for caregivers and increase respite throughout the state.



Who we are and Why you 
need to be involved

Funded with a federal grant for Lifespan Respite awarded by the Administration for Community 
Living to the New York State Office for the Aging. 
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Presenter
Presentation Notes
As Deana shared with you, the Coalition is part of the Lifespan Respite Initiative.We are here today with ARCH National Respite to explore ways in which we can work together to actively engage in developing partnerships across the state to continue to develop a  sustainable lifespan respite system.It is my hope that the Coalition can be the place where we come together for the common cause of supporting caregivers and increasing respite opportunities.



The Caregiving Crisis
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Our Nations Caregivers are caring for a 
variety of populations which include the 

Aging, Developmentally Disabled, Veterans, 
as well as people who have 

terminal illnesses.

Presenter
Presentation Notes
Many of you have heard me speak on numerous occasions.  We know that 80 % all ling term care is provided informal caregivers.  I’m not going to throw a bunch on numbers at you, but I want to expand your thinking of who the caregiver is.  CAREGIVERS ARE EVERYWHERE!  I recently taught a Powerful Tools for Caregivers class for a group of Parkinson’s caregivers, what struck me most was the length of time these particular women had been engaged in care. One of the women had been caring for her husband for 31 years as he had an early onset diagnoses, she talked about her own mental health issues as they related to extended caregiving, the changing roles in their marriage and how incredibly lonely her journey has been. Each of the women in this group talked about their own deteriorating health and the challenges of caregiving in the face of their own uncertain futures.  Think about the scores of people that are living with chronic illnesses, MS, ALS, Cancer, Debilitating Chron’s and arthritis, Veteran’s, children with life threatening illness, children and adults with mental health diagnoses, grandparents and family members that are caring for child family members who have been impacted by the opioid crisis through parents dying of  overdoses or their inability to provide for their children due to addiction.  All of these situations and many more – there is a caregiver who needs the time and space to care for themselves.



Focus on New York
> 4 million unpaid 
family caregivers of 
adults provide the 
majority of all long-
term care services to 
older adults and 
individuals with 
disabilities in New 
York State
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Presenter
Presentation Notes
We are here today with attendees from across the state and across the disability spectrum.  Jill  has given us the National Perspective and a deeper understanding of the Lifespan Respite Grant Program.  Over the past three years I have the many opportunities to interact with other state Lifespan Respite Programs and Coalitions.   I am very proud of what has been accomplished over the past three years and I would like to share some of that with you.  But our main goal here today, is to understand where we are, what we need to accomplish and above all…how are we going to do it.  My hope that we walk away with a concrete action plan that brings us all together for one purpose, taking better care of our caregivers by increasing respite options throughout the state.We  heard from our Government  panel about the great resources available at the  state level level, however, we also know that these resources cannot possibly fill the growing need. We are here to day to figure out how to work together and support one another across systems and across county lines. The Core Team (NYSOFA, MCOFA, Lifespan) have been working on a Sustainability plan, with a focus on the work of the Coalition.In that process we have taken a look at all the great accomplishments we have made, Addressing the need to for a restructuring of the Advisory Board and how to more effectively engage organizations and caregivers in the work.  With that said, I will be sharing some great resources through the Coalition and some great opportunities for you to be involved.



NYSCRC Virtual Resource Center

A Resource for training and 
information

NYSCRC.ORG/Resources
Caregivers and Professionals
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Presenter
Presentation Notes
We have a robust website that houses a Virtual Resource Center for both Caregivers and Professionals.  The website hosts a blog, we invite guest bloggers, authors or caregivers  to share work or their stories.  Please consider your programs, best practices or research on our site,  If you are not familiar with the site, please take the time to look around.In addition to the website – We put out a monthly newsletter that is full of resources and events going on state wide.  We invite you to share any events that you would like posted in the newsletter, it is one of the ways that the Coalition are able to share information statewide.Refer to the sheet in the folder



NYSCRC Virtual Resource Center
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Movement

Presenter
Presentation Notes
For those that are unfamiliar, REST is an evidenced based training that we have been working to provide REST statewide as a way to support grass roots efforts with volunteer respite programs, whether they be friendly visiting or day programs or faith based drop off respite programs.A couple of years ago, at our state conference I shared this video with you, It’s called the First Follower, it was at the very beginning of efforts with spreading REST across the state.I’d like to share it with you again.
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Presenter
Presentation Notes
VIDEOWe began spreading REST, always keeping in mind the first Follower conceptsRESPITE IS SIMPLY A SHORT BREAK GIVEN TO A FAMILY CAREGIVER BY SOMEONE ELSE WHO PROVIDES CARE TO A CHILD OR ADULT WITH SPECIAL HEALTHCARE NEEDSWE KNOW THAT CAREGIVERS ARE RETICIENT TO LET PEOPLE INTO THEIR HOMES.WE KNOW THAT VOLUNTEERS ARE NOT OFTEN CONFFIDENT IN THE ABILITY TO PROVIDE ONE ON RESPITE.REST IS DESIGNED TO CREATE OF NETWORK OF INDIVIDUALS WHO ARE TRAINED INI PROVIDING QUALITY, COMPASSIONATE RESPITE CARE. TO BUILD TRUST AND RELATIONSHIPS BETWEEN REPSITE COMAPNIONS, CARE GIVERS AND CARE RECEIVERSBeginning is 2016, the Coalition began a REST movement to support caregivers across the state. Starting with two Master Trainers in 2016 who would then be responsible for propagating the Train-the-Trainer model
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REST PROGRAM IN ACTION 

Trainer Status  June 2017

Presenter
Presentation Notes
The yellow highlights represent REST Trainers in each county back in June of 2017.We have a goal of having coverage in every county in the state by August 31, 2020This map can be a bit changeable based on a variety of circumstances like trainers changing jobs or leadership focus shifting.But we have come a long way. From 1/3 of the counties to our  map today….
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REST PROGRAM IN ACTION 

September 30th 2018

Presenter
Presentation Notes
Which shows coverage – so one Trainer may be able to cover 3 counties for example.  This leave 13 counties …  OUR Maps have come along way and so have we…From one first follower.. And the next …and next…where we have gained incredible momentum and well surpassed our tipping point.  So if any you were or are on the fence about using REST in your programs, we challenge you to become a part of the crowd and courageously follow the Coalition lead as New York has the strongest presence of REST Trainers and Volunteers anywhere in the nation.Indeed, we are the first state to have gained REST Regional Trainer status…allowing us to partner with REST to train Master Trainers anywhere in the Northeast.  To date we haveTrained 132 Trainers – Some of them are not active, but trained nonetheless185 Companions And to the best of ability collected data on hours of respite provided by REST Trained volunteers.    Reported Respite hours -4,290The data collections is an incredibly challenging task, however we have instituted on line reporting and are doing whatever is possible to encourage Trainers and Companions to continue to provide us with this invaluable information.From data collected this year alone 506 caregivers have been served



Faith Communities
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Presenter
Presentation Notes
At the 2016 state conference, Daphne Johnston came from Alabama to share her respite ministry as a shining example of what a faith community can to do support caregivers right in their own backyards.  Through mini grants and REST support, we have seen many new faith communities embark on this mission. In 2016 we gave out 9 mini grants – faith communities and programs all benefited and thereby increased respite opportunities.We just closed two more mini grants – One for Broome County OFA who is providing drop in respite on the weekends and training all their volunteers Senior Adult Day to use REST.  Shelli Spinelli is  our REST Rockstar in Broome County….SHE is an amazing  First Follower.A new respite opens TODAY in Penn Yan in the Finger Lakes called Paul’s Place at the Living Well.  They have trained all their volunteers in REST and are ready to make a difference for caregivers in this very rural community.Another round of mini grants will be announced I November.  This is one way in which we can become a sustainable statewide lifespan respite system!



Caregiver Simulation
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Presenter
Presentation Notes
NYSCRC developed a Caregiver Simulation experience modeled after the Simulation Project designed by James Madison University in Virginia. Which we learned about from the Alabama Respite Coalition. The simulation is designed to enhance participants understanding of the challenges faced by caregivers through role play.  The risk-free simulation broadens participants’ perspective by giving them the opportunity to walk in the shoes of a caregiver or care receiver, face the challenges of providing care, dealing with difficult behaviors, negotiating the realities of everyday life, while providing care. Each participant plays a role, there are 4 (15) minute sessions where certain tasks must be completed by taking care of business at “agencies” located around the room.  Wild cards are used to simulate difficult, unexpected situations that must be dealt with, like a fall leading to an ER visit, heat being turned off or spilling medications, issues that must be resolved immediately. In addition, participants are challenged by simulating physical challenges using wheelchairs, walkers, canes, earplugs for hearing deficiencies, low vision goggles for loss of sight and taped fingers to simulate arthritis.   To date: We have held 4 Simulations and have 165 participants.SPOILER ALERT – there a VERY good possibility that we will be offering the world’s largest Caregiver Simulation at the ARCH National Respite Conference in May 2019. IF you’ve never experienced it…THIS is the time.We are targeting �OFA’s, Universities  and for profit businessesSocial Work, nursing programs (docs at the 1st once.)We need your help in identifying venues and partners who are interested in raising awareness and empathy of the staff or students



Powerful Tools for Caregivers
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Presenter
Presentation Notes
Powerful Tools for Caregivers is a 6-week class series designed to help family caregivers take better care of themselves while caring for a family member or friend. During the course, caregivers develop a wealth of self-care tools to: reduce personal stress; change negative self-talk; communicate their needs to family members and healthcare and service providers; communicate more effectively in challenging situations; recognize the messages in their emotions, deal with difficult feelings; and making tough caregiving decisions. Last I knew there were 6 Master Trainers (those who can train people to train) in only 6 countiesAND 36 Counties had Trainers who provided 6 week  classes to caregivers.Sharon and I are Master Trainers and are available to come to your county and Train folks to deliver the program to caregivers.This is also an evidence based program… It is powerful and does provide caregivers with the tools necessary to survive the caregiving journey. Again a resource coming straight from the Coalition.  We  are also to provide materials to new Trainers as a way to help them get started.  



NYSCRC Virtual Resource Center

10/24/2018 13

• REST
• Caregiver Simulation
• Mindfulness Based Stress Reduction
• Share The Care™
• Charting the LifeCourse Tools™
• Powerful Tools for Caregivers – 2 Day Trainer 

Course
• Speaker Services

Presenter
Presentation Notes
There are many options for Trainings through the Coalition – In your binder you will find a description of each of the offerings.We are always looking for new an innovative trainings. We strive to be present in your communities and would welcome invitations for any caregiver events.In addition, Any events that you have planned can be listed in the NYSCRC Newsletter. It is our hope that we can begin to explore ways in which the Coalition can be the hub to increase communication and share the work being done on behalf of caregivers across the state.
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Advisory Board Sub Committee Opportunities

• Outreach Committee

• Legislation Committee

• Training Committee

• Development Committee

Presenter
Presentation Notes
In an effort to increase this cooperation and collaboration we are reforming the Advisory Board.In the binder, you will find descriptions of each committee responsibilities.Our vision includes at least one Core Team member taking the lead (NYSCRC, NYSOFA and MCOFA) for each committee.  The committee will determine the schedule and scope of their work.  Sub Committee meetings will be held  quarterly via conference calls or WebEx.  The Core team member will report out to the larger committee, which is made up of the Core Team.  In a perfect world, these sub committees would have representation from reach region of the state and be represented across systemsAt the end of the Conference evaluation is a space to indicate that you would like to be a part of this statewide work, we hope you will consider joining us



ARCH National Respite 
Conference

May 1-2, 2019
Buffalo, NY
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Presenter
Presentation Notes
The Mission of the ARCH National Respite Coalition is to secure quality, accessible, planned and crisis respite services for all families and caregivers in need of such services in order to strengthen and stabilize families, and enhance child and adult safety.The Coalition works to achieve these goals by preserving and promoting respite in policy and programs at the national, state, and local levelsWe are pleased to be hosting the 2019 National Respite Conference will be held in Buffalo NY on May 1-2, 2019I’ve had the opportunity to attend two of these conferences and have always walked away enriched and motivated.  Please mark it on your calendars – it will well worth your time.
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Creative and Artwork donated by Riveter Design, Buffalo NY

Presenter
Presentation Notes
The theme of the 2019 ARCH National Conference will be “Illuminate Respite.” This theme is inspired by the rich history of Buffalo, located on the shores of Lake Erie near Niagara Falls. In the late 19th century, Buffalo was the first city to implement widespread streetlights, earning it the nickname, “The City of Light.” During this time Buffalo was a hub of innovation, using natural power to bring light and growth to the city. This conference will provide a space to harness the power of the network to explore and formulate strategy to shine a light on the respite needs of 43 million caregivers.
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Story  Growing

Presenter
Presentation Notes
And lastly, NYSCRC was so fortunate to have the opportunity to participate in  the StoryGrowing Initiative that was funded by Health Foundation of Western and Central NY and the Oeshi Foundation. It was a nine month process where selected non profit agencies worked on crafting their message and branding strategy.  This video, which can be found at NYSCRC.org was the final product and I would like to share it with you now.PLAY VIDEOAnd with that said, Let’s take a 15 minute break…and come back and get down to work. Thank you for being here to join your voice with ours!
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NYSCRC.ORG
dgreen@lifespanrochester.org
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