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2010 Caregiver Forums
The NYS Association of Area Agencies on Aging (NYSAAAA), through a grant from the New York State Office for the Aging (NYSOFA), held four (4) regional professional development training sessions for AAA caregiver coordinators in March 2010.  
If you have questions regarding the forums, please contact JoAnne Martel at NYSAAAA at (518) 449-7080 x10.

Caregiver Workshops at ACUU

Educational sessions on caregiver issues (such as PEARLS and care transitions) will be offered at the Aging Concerns Unite Us (ACUU) conference on June 8th and 9th  at the Albany Desmond Hotel. For agenda and registration, go to www.nysaaaa.org/acuu or simply click on the ACUU logo posted in the right column of home page www.nysaaaa.org  Advance registration rates available through May 5th. For information on ACUU, contact Karen Thornton at NYSAAAA at (518) 449-7080 x11. 

Re-cap of 2010 Caregiver Forums

Agenda topics and speakers for the 2010 Forums are highlighted below.
Care Transitions - Batavia & Liverpool locations speaker:  Christine Klotz, Program Advisor, Community Health Foundation of Western & Central NY

Garnerville & Warrensburg locations speaker:  Christine Stegel, RN, MS, CPHQ, Performance Improvement Coordinator, IPRO
End of Life Issues 
Speakers – Batavia: 
· Penny Weller, LCSWR, Program Implementation Manager, Excellus BlueCross BlueShield

· Ruth Spink, Genesee County Office for the Aging
·  Jill Yasses, Genesee County Office for the Aging

Speakers - Liverpool:

· Rosemary Dejoseph, LMSW, Hospice of Central New York
· Michelle Gladu, LMSW, Hospice of Central New York
Speakers - Garnerville:  
· Joan Gall; Patrice Cashin, RN; and Phyllis Fernandez, Social Worker, Calvary Hospital Hospice
Speakers - Warrensburg:  
· Karen Brooks, Patient Coordinator , High Peaks Hospice 
· Sue Gillingham, LPN High Peaks Hospice

Strengthening Connections between Caregiver Coordinators & NY Connects 

Speakers - Batavia
· Michael Gunn, Long Term Care Coordinator, NY Connects: Choices for Long Term Care
· Angie Proper, Deputy Director, Wyoming County Office for the Aging & Youth
Speakers – Liverpool

· Michael Gunn, Long Term Care Coordinator, NY Connects: Choices for Long Term Care
· Michelle Berry, Director, Broome County CASA
Lisa Schuhle, Program Manager, Broome County Office for Aging
Speakers – Garnerville
· Danielle DeBruce-Allen, Long Term Care Coordinator, NY Connects: Choices for Long Term Care
· Yvonne Niles, Caseworker and Marie Vigada, Case Manager, Putnam County Office for the Aging
Speakers – Warrensburg
· Erin Verdile, Senior Long Term Care Coordinator, NY Connects: Choices for Long Term Care
· Amy Collins, NY Connects Specialist, Warren/Hamilton Counties Office for the Aging

Status check from each county
Batavia Session

Allegany County – Biggest issue is ability to provide respite.  They are currently running 2 

support groups; one specifically for Alzheimers.  Looking for more volunteers to provide respite.  They operate a monitored chat room on the OFA webpage.  Working on developing relationships for Transitions in Care program.

Chautauqua County – Use volunteers for adult day care.  Did a volunteer recognition event.  

They are able to recruit volunteers through local churches.  They are also working with colleges for OT/PT student volunteers – students receive college credit for work done.

Erie County – Western NY Counties host Regional Caregiver Resource meetings – counties 

gather to share resources/program ideas.  Next meeting is April 30 in Wyoming County.  Hold a Caregiver Day – provide workshops for Caregivers.  Have a Counseling Center that deals with long term mental health counseling for caregivers and care recipients.  They are also running a program called “Alzheimer’s proofing your home” – they visit the homes of persons with Alzheimer’s – review with all in the home how to make the home safe for a person with Alzheimer’s.  Still running the Powerful Tools for Caregivers program – they are reaching out to multi-cultural congregations.  They are also now running “PEARLS” program – providing counseling to the socially isolated (see handout on website).

Genesee County – starting to get referrals under the Caregiver IIIE program – requests are for 


respite.  Many of the care recipients operate with the conspiracy theory – they are 


terrified and don’t want anyone in their house.  The caregiver can’t get any relief.

Have offered the virtual dementia tour.  Have done a “Day Away from the Day to Day” program.  (Additional information on the program in a separate document on website.) Also provide 4 hours of respite for the holidays at no charge – had low turnout this past year.

Livingston County – Rural area.  Working on rebuilding caregiver supports.  The Long Term 

Care Council is very active.  The NY Connects website is fairly new and is interactive.  They have increased contracts for respite.  There are 2 active support groups in the county – each with 5-10 attendees.  Their biggest issue -- How are they going to tackle respite needs?  Working with the Genessee Valley Health Partnership to bring caregiver information into the work place.  Reaching out to faith based groups to provide public education on caregiver programs. Holding first Caregiver Day on April 27.

Monroe County – Have started a PEARLS program.  Also have a “Just Friends” club – it is a 

social club for those with early stages of dementia. RSVP is providing assistance to increase supervision of attendees during meetings.  They are partnering with the Food Club to get information out to low income and minority seniors about senior services.

Niagara County – Difficulty with people not recognizing themselves as caregivers.  Once they 

recognize themselves as caregivers then comes the difficulty of getting them to accept the services that are available to them.  Are running grandparent as parent support groups.  Use social adult day care program for respite – the number of participants is increasing.  Problems with home care programs – there are not enough aides to fulfill the service needs; there is a low reimbursement rate; they need more approved agencies.

Orleans County – working on a Transitions of Care Project – grant funded through the 

Community Health Foundation.  ARC has opened the 1st Adult Day Care center in Orleans County.  The OFA contracts with ARC for the service.  The OFA is doing minimal respite.  Working with Hospice for support groups.

Steuben County – Looking at how best to integrate both the Caregiver program and NY 

Connects.  Hold a Caregiver Day – pamper the caregivers and also provide legal information.  Provide programming for the caregivers on issues they ask for but they still don’t come – not sure how to resolve the issue – working on it – welcome any suggestions.

Wayne County – Run their support groups with the local Alzheimer’s Association – the 


attendance numbers are not good.

Wyoming County – They are very rural – do support via mail.  They provide information 

on what the OFA can offer; provide a self-addressed stamped envelope for caregiver to return to the OFA with problems/issues. OFA reaches out with suggested solutions. They are able to provide respite and have Adult Day Care.

Yates County – Working with RSVP for in-home respite.  Conducting Share the Care training.  

They are also looking into tracking devices for people with dementia.  They are researching in-home Adult Day Care.

Liverpool Session

Broome County – Have 2 Adult Social Day centers.  Started running the Powerful Tools for 

Caregivers program in 2009.  Used some NY Connects money to provide education to caregivers.  Currently restructuring caregiver program.  Distribute quarterly newsletter to caregivers.

Cayuga County – Partnered with Senior Volunteers program.  Caregiver Coordinator sits in the 


same office as NY Connects.

Cortland County – One unit handles Caregiver Coordinator role, NY Connects Coordinator,

EISEP and just brought in home delivered meals – resulting in improved service coordination and delivery. Challenge faced – caregiver works and needs help caring for a person with high needs.  Insufficient services available – where do they go?  Also challenged with delivering services to rural communities.

Franklin County – Service gaps are the biggest issue.  Lack of funding for respite.  Have a 

waitlist for adult day care.  They do a multi-county Caregiver Conference and provide care for the consumer.  They also have emergency respite available for when a caregiver is hospitalized.

Jefferson County – Gaps for small services.  Can someone create a training DVD for caregivers?  

Suggest it covers training caregiver in tasks not used to doing – other person in life always did and are now forced to do (i.e. bill pay, car maintenance, cooking etc.)  Did get a dealership to conduct a session for caregivers on car maintenance and ran a “men cooking” project also.  Caregivers need to build skills they are not used to doing.  

Lewis County – NY Connects works with caregiver coordinator to fill gaps in service.  Have 

developed a community resource guide for entire community.  Have waiting list for housekeeping – due to both hours and funding limitations.  Do have support groups – they are doing well – they do more than sit around talking.  They work with local BOCES to provide Spa Days for the caregivers.  They also offer a teleconference opportunity for those caregivers that can’t get to a meeting.

Madison County – Provide one-to-one counseling for caregivers and meet with families.  

Support groups have not been successful.  Do have successful support group for grandparents as parents.

Oneida County – Do a Caregiver Day Out – Last fall it was a caregiver’s half day program (9 am 

– 12 noon) at a banquet hall. Respite was set up with a local social adult day care provider along with transportation to and from their home to attend the program so the caregiver could attend the event.  Challenge - difficulty getting people to provide respite care in rural areas.  Monthly support groups have 8-10 people – usually have a formal presentation.

Onondaga County – Caregiver program provides information and referral, respite and run an 
education program called Institute for Caregivers; a series of workshops on various 
topics (http://www.ongov.net/ay/icare.html).  Clarification of where NY Connects is 

going was asked for.  Challenges – gaps in service.  Have programs that would fit the needs of an individual nut they don’t financially qualify – where do they go?

Oswego County – Individual is half-time Caregiver Coordinator and half-time Case Manager.  

Disbanded support groups – trying to do individual counseling at senior centers as an option.  Provide respite.  Gaps in service is an issue.  Trying to reach out to colleges for student volunteers – for example to use for snow removal so home delivered meals can be delivered.

St. Francis Social Adult Day – this is a 20 year old program.  Serve 25-30 people daily.  There 

are still gaps in care – how can care be coordinated to close the gaps?  Personal assistance is needed for some 24/7.  There are spouses caring for spouses that are frail themselves.  They can’t get to support groups because they have no one to care for the client.   How can we meet all the needs?
St. Lawrence County – Has waiting list for EISEP

Tioga Opportunities – Doing some training with the local Alzheimer’s Association.  They have 


just started a newsletter.  Have difficulty getting aides to far out rural areas in the county.  


Their waiting list for EISEP services is up to about 75 people.  Have transportation 

issues.  Have a volunteer lawn and snow removal program but it is difficult to get volunteers. (David from Tompkins suggested putting an ad in the local newspaper calling for volunteers or if can pay, a call for hire.)

Tompkins County – Using Powerful Tools for Caregivers for past 3 years.  Working on 

developing protocols for options counseling.  Working on consumer navigator program development (pilot project with NYSOFA).

Garnerville Session (Rockland County)
Orange County – Hosted lots of education programs for caregivers in the past year.  Held a

Caregiver Wellness Day. Relatives as Parents Program (RAPP) was included.  Brought in holistic practitioners for relaxation exercises.  Had some new topics this year – discharge planning being one of them.

Putnam County – Direct service provider.  Have a grant from census bureau to send Senior 

Guides to all seniors.  Have a successful outreach program.  Experiencing increased attendance at support groups.

Rockland County – Respite program includes a one week stay per year in an adult care setting.

Use sub-contractors for support groups.  Have a grandparents as parents group.  Use volunteers for transportation.  Need to get more volunteers.  Are hearing of frustration from caregivers when care recipient is not eligible for Medicaid but middle income and can’t afford day care.  Working with Office for Disabilities in the county on a Silver Alert program – trying to get an active program for the 18+ age group – supplement to the Amber Alert program which is only for the under 18 population.  They have waiting lists to access home care – the income guidelines are lower than for Medicaid which is creating problems.

Sullivan County – Staff at Caregiver Resource Center refers cases to Caregiver Coordinator


Biggest issue is caregiver self-recognition – getting a caregiver to participate in functions; 

support groups, etc.  Caregivers for those in nursing homes think their duties are done even though they are still involved.  Need to bring caregiver recognition to the nursing home. Geography also makes participation difficult – there is no mass transportation in Sullivan County – very rural areas.

Ulster County – Subcontract many services.  Caregiver support groups are run by licensed

clinical social workers.  Have transportation issues - they are a large rural county.  They have partnered with Cornell Cooperative for Relatives as Parents Program (RAPP).  Hold a Caregiver Conference in June.

Westchester County – Working on outreach to discharge planners.  Are developing cheat sheets 

for discharge planners and one for caregivers so that all facets of the discharge are covered.  Also working on an Older Driver program – when is it time to give up the keys?  Provide a tip card to police to help identify at-risk older drivers.  Have also done a Caregiver Wellness Day – replicating the program in Orange County.  NY Connects coordinator refers people to the caregiver coordinator for follow-up.

Warrensburg Session

Clinton County – Holding an in-service training for staff to explain all services available.  Have 

A dedicated phone number for NY Connects – low call volume.  Most calls go thru the OFA so trying to have all phone answerers trained in doing information and assistance.  Holding a Caregiver Workshop in May (Care for Caregivers).  NY Connects program is getting more referrals through caregiver program.

Essex County – same person is both the Caregiver Coordinator and NY Connects Coordinator.  

Joined a Human Services Coalition.  Have difficulty reaching the under 60 population.  EISEP and respite are programs in biggest demand.  Need more buy-in from the community – need better representation on Long Term Care Council

Franklin County – Have 8 families receiving in-home respite.  Have a resource library for 


caregiver issues.  Work with local Alzheimer’s Association.

Fulton County – screening for referrals.  Outreach to residents through newspapers and radio 

spots.  Have a grandparent as parent support group – provide information on additional services to them as well.  Have a monthly education program for caregiver support groups.  Partner with Alzheimer’s Association to run a 5-series workshop for caregivers.

Montgomery County – Respite is foundation of caregiver program.

Rensselaer County – NY Connects program is still in its infancy.  The Long Term Care Council 

is being rebuilt.  Doing outreach to stakeholders.  The Capital Region Tools For Caregivers conference is scheduled for Saturday, April 17.  Respite will be provided.  Respite program is most requested and they are unable to fulfill all requests.  

St. Regis Mohawk – Have a support group.  Hold an Annual Caregiver Conference in 

conjunction with St. Lawrence and Franklin counties in November as part of caregiver month.  Have some respite – need more.  Under 60 population difficult to reach – not enough services for them so they are left on their own.  School district is not coordinating well with the OFA.  NY Connects was able to provide a meeting place for our grandparents to meet with the Kinship Caregiver Coordinator.  After we started making referrals we realized that the Coordinator was too far away for some of the grandparents to drive, so we arranged for the Coordinator to come to the grandparents.

Schenectady County – Working on central dispatch for all agencies for transportation services.

Looking to avoid duplication of shared services.  There is a fee for transportation services on the weekends.  Respite is an issue – people don’t want to pay for services – they want it free.  Have difficult clients – won’t let “strangers” into the house.

Schoharie County – In the midst of a search for a new Director of the OFA.  Have fewer staff 

than in past so rely on Coalitions a lot.  County nursing home closed – trying to get new one built.

Washington County – NY Connects program running for 2 years – program is growing.  Located 

with DSS and Senior Services.  Have a 6-9 month waiting list for EISEP services.  Have two caregiver support groups.

Transitions in Care

Presenter:  Christine Klotz, Community Health Foundation of Central & Western NY

The Federal Health Care Reform plan is expected to move to a “Case Payment” methodology – one payment covers the entire episode – meaning if there is a re-hospitalization for the same issue within 30 days of discharge, the hospital will not receive any additional payment.  The intent is to bring more attention to cause/effect.  Make sure there is a care plan in place and have a follow-through mechanism to be sure what was planned for is happening.

It was suggested that Case Managers bring a check-list with them when doing home visits.  This check-list should include items that might be needed when an individual is discharged to the home.  Questions to ask prior to going home (sample documents on website).

Gap in the discharge plan – the patient is often the only one talked to – the family and/or caregiver are not talked to.  Is the discharge planner certain that whoever will be the primary caregiver is capable of performing all tasks required?  Do they understand what needs to be done?  Are follow-up appointments with doctors scheduled before discharge?  There is currently no hospital accountability for what happens to a person once discharged.

In some counties hospitals are including NY Connects information in the discharge packets.

Use of a Transitions Coach – the coach would follow the care recipient for one month to six weeks to be sure all services needed are in place and functioning.

Hospital practices are being established according to what Medicare will pay for.  If a person is admitted under “observation status” Medicare won’t pay for rehab in a nursing home.  Medicare will only pay for rehab in a nursing home if the individual is a full admission for a medical condition.  Emergency room visits do not qualify as full admissions therefore Medicare will not pay for a transfer to a nursing home rehab.  The goal for the hospital is to get someone out in less than 24 hours.

Presenter:  Christine Stegel, IPRO

Goal of good transitions of care is to enhance communication and care coordination.  Looking to improve patient care and patient outcomes.

There is not standardized practice for discharge planning – hospitals are not required to have a discharge planner.  Some may have a transitions coach or transitions nurse.

Goal of the discharge planner is to get the person out of the hospital.

Patient goal is to make sure connections are completed – follow-up appointments are scheduled – not just calls made.

Patient Bill of Rights allows a patient to ask for a patient advocate.  Can appeal the decision for discharge.  Caution – if appeal is not won the individual is responsible for hospital charges.

Referral for a visiting nurse is for an assessment – not for care.  Care does not start immediately upon discharge.

End of Life Issues

Promote discussing Advanced Directives before there is a crisis – not in the middle of one.

MOLST (Medical Orders for Life Sustaining Treatment) form becomes a medical order once signed by a physician.  Legally it must be followed.  Forms can be obtained at www.compassionandsupport.org.  

Family Health Care Decisions Act – has been passed by the Governor – will go into effect June 2010.  Act language is posted to the website under a separate document.

Hospice Care – guidelines are designated by Medicare.  

· A person cannot be receiving life- prolonging treatment to qualify for Hospice care.

· I have longer than 6 months to live, can still receive hospice care but must show a decline

· Anyone can refer to hospice, however a doctor’s signature is required to qualify

· It is possible to be discharged from hospice care and later re-admitted

Palliative Care = Comfort Care = Symptom Management --  Can receive treatment to minimize symptoms and still be receiving life-prolonging treatment.
Power of Attorney
· Durable Power of Attorney – expires on death

· Non-Durable Power of Attorney – only good until person in incapacitated

· Can’t make health care decisions but can see records and bills

· Signed documents need to be filed with the court

Health Care Proxy (sample forms attached) – without one in place a hospital has to be aggressive even at the end.

Caution – hospital health care proxy forms can be date sensitive and only apply in that hospital – best to have your own form that you bring with you.
Strengthening Connections between Caregiver Coordinators and NY Connects

What are effective methods of collaboration between Caregiver Coordinators and NY Connects staff?

Public Education

· NY Connects has an ongoing radio spot and they will focus one of those on caregiver issues and the caregiver program.

· NY Connects can develop more links on their website to useful caregiver tools and resources.

· Caregiver Coordinator and NY Connects conduct cross trainings to outside agencies.  (Fire Department, Sheriff Department) and have first responders hand out information.

· Coordinate information from both programs and consolidate into one shared newsletter or brochure.  

· NY Connects can present at the Caregiver support group meeting.

· NY Connects and Caregiver Coordinator can provide in-services to CHHAs and other professionals.  

· NY Connects and Caregiver programs can co-sponsor events.

· Meetings with physicians and companies.  In Rochester, the programs meet with Kodak.

· NY Connects letter can be distributed along with HDM and transportation services.

· Allegany NY Connects and Caregiver Program are collaborating with Alfred University to develop a marketing campaign.  Alfred is currently surveying caregivers to gather information.  

· Joint presentations at informal locations.  Churches and other community settings.

· Caregiver programs and NY Connects jointly writing newsletters and distributing together to medical offices.  This is a one page, quick read newsletter targeting office staff. 

· Broome Co.: My Little Book.  NY Connects sponsored the production of a health care diary useful to caregivers.

· NY Connects and Caregiver Coordinators can work together to develop support groups on websites like Facebook.

· Create a DVD for Caregivers that contains NY Connects information as well as useful caregiving tools and resources.

· Institution for caregiver and caregiver days.  NY Connects can present at caregiver forums and related events. 

· NY Connects has a spot on PBS, can dedicate a segment to Caregiver program.

· Should go to each other’s task force/council meetings

· Ulster County holds a Human Services Fair where all services are present to distribute info.

Long Term Care Council

· The council can conduct strategic planning to address gaps in caregiver services. 

· NY Connects can write a feature on Caregivers on their LTCC in their local newspaper to draw public awareness to caregiver issues and services.

· Ensure adequate caregiver representation on the LTCC.  Can ask caregiver Coordinator to solicit caregivers who will be vocal and willing to describe their challenges and speak to what works/doesn’t from their perspective.  

· Franklin County: Created a sub-committee of their LTCC to explore the specific situation that occurs when the primary caregiver becomes hospitalized.  They are looking at emergency respite and creating a tool that will provide information to professionals.   

· Younger caregivers will look for info on the web – make sure sites are current – work with council to get up to date info.

Information and Assistance

· NY Connects to continue providing information and assistance on all appropriate programs.

· NY Connects to consider needs of caregiver as well as the individual that the caregiver is making the contact on behalf of. 

· NY Connects can use the Next Steps in Care website to assist caregivers.  

· Co-locate Caregiver Coordinator and NY Connects I&A specialist when appropriate.  

· Staff meetings and on-going trainings

· NY Connects program staff can participate in statewide monthly Caregiver Coordinator calls. 

· Depending on data-base system – notes and referrals are taken while on the call – referral alert is sent immediately.

· Calls to the OFA/NY Connects line are in crisis.  Need to do more outreach – reach people prior to crisis.

· Give enough information for people to make own decisions.

· Having a nurse work with Coordinators makes the cycle smother.

· Even if service is not taken on the initial referral, follow-up call should be made to be sure all needs have been met.
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