Caregiver Coordinator Forums

Critical Issues in Caregiving: Strategies for Success

March 23, 2009 – Batavia

March 24, 2009 – Rome

March 30, 2009 – S. Glens Falls

March 21, 2009 – Garnerville (Rockland County)

The NYS Association of Area Agencies on Aging, in cooperation with NYSOFA, held four (4) regional professional development training sessions for AAA caregiver coordinators in March 2009.  Agenda topics were:

Building Relationships – facilitated by Miriam Callahan, Project Coordinator, 

Erie County Department of Senior Services

Respite Strategies – facilitated by Michael Massurin, Director of Programs and Services, 



Alzheimer’s Association, Central New York Chapter

Support Options for Caregivers – facilitated by Miriam Callahan, Project Coordinator, 

Erie County Department of Senior Services

Getting the Word Out – facilitated by Stacey Jones, Shoestring Creative Group

Best Practices Garnered from All Sessions

Building Relationships

Best Practices

· Network, network, network with other organizations

· Recruit organizations with money, in-kind resources, or staff who have time to work on outside projects to be part of your coalition 

· Networking is a great opportunity to educate the community about local resources and have your agency or organization better understood.   Rotate coalition meeting sites between members and offer tours, etc.

· Include faith based groups in coalition

· Partner with non-profit organizations – they can get things (i.e. grants, marketing funds) that county based programs cannot

· Working together prevents duplication of services when you are aware of who is in your community and what they do, also shows where gaps exist and offers the opportunity to work together to meet the need.

· Make your coalition part of your referral network.  If an agency receives a caregiver question it can’t answer, send the question out to the other coalition members to brainstorm – group e-mails can be a wonderful tool to help everyone learn about resources.
· Capital Region Coalition meets once a month – have developed a “Caregiver Day” -  Saturday day long conference with workshops for caregivers – offering respite at event – no charge.
· Getting the right coalition members can get you good funding/financial support; Marketing Directors often have a budget they are able to use to support appropriate events / items so are good people to have on the coalition

· Sullivan County works with Cornell Cooperative Extension – developed a TRIAD which is a collaboration with Law Enforcement

· Suffolk County has a meeting every 3rd Thursday of the month for all aging organizations –  they developed a resource manual for their county.
· Orange County’s Caregiver Advisory Council holds a networking breakfast once a month – all stakeholders in the community are invited.
Respite Strategies 

Challenges
· Caregivers themselves get sick from the stress of continued caregiving

· Caregiving for someone with dementia presents a host of challenges that are different than other types of caregiving
· The WWII generation is self-reliant – they do not readily accept assistance or even ask for help

· There are racial, ethnic, and cultural differences in caregiving
· Most people don’t know where to look for help

· Mortality rate of caregivers is higher than non-caregivers in same age bracket

· Almost ½ million new cases per year expected to be diagnosed with Alzheimer’s starting in 2010

· Respite is not set up for younger onset (less that 65 years old) people with Alzheimer’s 

· Caregiving is a financial burden on the caregiver 
· Caregiving costs employers lots of money annually due to lost employee productivity/time

Solutions

· Connect with leaders in different cultures and ask them to help provide information on respite care in a culturally sensitive fashion
·  Welcome caregivers to continue to participate (if they are interested) even after their loved one passes away. Develop ways in which they can get involved by helping others.
· Bring care recipient to support meetings – have on-site respite
· Involve care recipient in decision making early on

· Find volunteers to provide transportation to Adult Day Care 
· Provide train the trainer programs (can be done through faith based groups)

· Connect families with other families for reciprocal respite

· Have trained staff help families deal with issues of guilt

· Create a statewide directory of respite services (in-home, adult day centers and residential) that is available through the Office for Aging
Support Options for Caregivers

Challenges
Many counties expressed the same frustrations and challenges.  Among the top issues were:

· Respite – no aides and/or no money to support a program

· Caregiver support groups – either don’t have any active groups or are struggling to keep the ones they have going.

· Need to find a way to get the caregiver to look ahead and not only reach out in a crisis

· Frustrated staff – nothing to offer but talk  - insufficient funds in some cases, i.e. respite care

· Difficult to offer services in very rural areas

· Waiting lists for EISEP and Respite
· Offices for the Aging are the best kept secret

· Need new ideas for caregiver support

· Getting people to realize they are caregivers – it is OK to ask for help

· Support groups have a stigma

· Decrease in funding – no money

· Providers for respite difficult to find

· Outreach to aging population is a challenge

· Cultural diversity -- challenges reaching and serving individuals of other cultures, ethnicity, sexual preferences, and identity.  (See separate listing of agencies with expertise in serving the LGBT population and can provide staff training.)  
Solutions/Best Practices

· Use volunteers for respite program

· Support group facilitators use different ‘hooks’ to attract caregivers to attend support groups.  Groups are promoted as discussion groups, caregiver chats, coffee and conversation, let’s talk caregiving, CARE group, dinner discussions. 
· Orange County holds “Coffee & Conversation” meetings – referred to as “mental health” chats vs. a caregiver support group
· Match caregivers one-to-one for support, like a “buddy system” 
· Offer support groups for specific populations, such as “caregiving daughters,” so there is a strong bond

· Collaborate with RSVP (Retired Senior Volunteer Program) – they provide liability insurance for volunteers – they also do back-ground checks – can be used for respite care
· The Institute for Caregivers, developed by the Onondaga County Department of Aging and Youth and the Alzheimer's Association of CNY, provides a wide range of courses, hands-on workshops and presentations by a faculty of local experts who offer their expertise, sites, and time pro bono.  

· “Friendly Visitors” – use volunteers for companionship – can provide respite if no personal care is needed

· Workplace education – offer caregiver education sessions at the workplace during lunch – try to keep the programs to 45 minutes.  Erie County held a lunchtime series of “Monday Movies” for County Employees.  A different caregiver related video was shown each week (for 4 weeks) by CRC staff who also shared information about local services and programs (free popcorn was provided)!

· Caregiver Day – planned through the local Coalition.  Offer free respite so caregivers can attend.  Some “caregiver days” have an educational focus, offering workshops and vendor display tables.  Others provide relaxation and pampering activities for the caregivers.  Donated door prizes are always a hit and something coalition members are usually willing to provide.
· Offer different types of support groups; i.e. time limited – only meet 3 or 4 times – or perpetual – meet the same day of the week, same week of the month, same time of day, same location so everyone know where to find it.

· Make sure location of support group meeting is a positive location – i.e. Library, Town Hall (as opposed to a nursing home or hospital that caregivers may dread entering)
· Some support groups provide a speaker at each meeting, others offer only a time for sharing and discussion among the caregivers.  The most successful groups seemed to be flexible and let the wishes of the group dictate the direction.

· Albany Senior Services only does a phone support group – reminders of call time and number are made prior to the “meeting” time (see attached info sheet).
· Onondaga County does a “Men can Cook” group and a “Women can Fix” group for caregivers – teach them skills that their partner has taken care of.  They are kept gender specific and facilitators are present during a discussion and sharing time at the end of the meeting.  
· Work with colleges – get volunteers through sororities/fraternities – for home visits, grocery shopping, non-medical assistance, yard work, etc. – work through their social work or gerontology degree programs
· Work with ARC – match senior need to volunteer – i.e. shopping, meal delivery

· Montgomery County ARC received a grant to provide services to seniors – ARC clients get paid minimum wage to assist seniors

· Trained facilitator extremely important to success of support groups

· Rockland County runs a Caregiver Hotline one hour per week. Caregivers have an opportunity to get immediate answers to questions, learn about resources and find a sympathetic ear.  
· Sullivan County Cornell Cooperative Extension holds a quarterly respite event for caregivers (see attached for some past events.)

· Delaware County - Foster Pet Program – work with local Humane Society to match pets in need with a senior capable of caring for it

· Westchester County is developing a Caregiver Coaches program – the coach works with but not for the caregiver.  Partnered with a gerontology program at a local University to develop and deliver the curriculum for the coaches. (The program is still in development but should begin in October of this year – brochure attached.  For additional information contact Collette Phipps, Research Analyst, Westchester County Department of Senior Programs and Services; (914) 813-6441)
· Set up info tables in local hospitals – gives access to caregivers

· Be willing to go on radio/cable TV talk shows to discuss caregiver issues

· Have information available in libraries

· Rockland County’s Parkinson’s support group meets in a mall – exercise for 1st hour with a physical therapist then have the caregiver support meeting

· Suffolk County holds “Lunch & Learn” meetings – held in workplace – evolved into support group – provide education also

· Embrace people staying with support groups even after they are no longer a caregiver – asking them to leave would be another loss and they are also very good mentors to those new to the caregiving part of their life

· Yoga & stress management for caregivers

· Cornell Cooperative Extension Grant – “Prepare to Care” program – 5 step program for caregiving – program offered in the workplace – increases work productivity. Orange partnered with Orange Cornell Cooperative Extension on a 2-year national pilot program sponsored by the AARP Foundation, entitled Prepare to Care.  The mission is to identify the most effective outreach strategies for working with small business employers to distribute family caregiving information and educational programming.  By educating employers, it is expected businesses can reduce absenteeism and disruptions in the work schedule, increase retention of employees, and improve morale of employees.  Employees will have knowledge, skills and motivation to plan and care for elder family members and others, and to improve their work-life balance.  For additional information, go to:  http://www.aarp.org/about_aarp/aarp_foundation/programs_services/prepare_to
care.html

· Erie County offers free “Alzheimer’s Proofing Your Home” in-home assessments to help caregivers of people with dementia note areas of concern, enhance the safety of elderly in the home, become aware of assistive devices available to make caregiving easier, and link to broader service system.  More information on this topic is available in the book Alzheimer’s Proofing Your Home by Mark Warner and Ellen Warner.
· Allegany sends postcards to caregivers alerting them to upcoming events

· Erie County sends out a “Caregiver Burden Assessment” (Montgomery Borgatta Caregiver Burden Scale, attached) to caregivers for completion.  They use the caregiver’s responses to open the door to what can be a difficult conversation with the caregiver.  This is a non-judgmental way of helping caregivers see what help might benefit from. 
Even if 1 person comes to a support group meeting and you help – you’ve achieved your goal!
Additional Issues
Powerful Tools for Caregivers
The Powerful Tools for Caregivers (PTC) program was discussed at each of the sessions.  If you would like additional specific information, contact Miriam Callahan at the Erie County Department of Senior Services - (716) 858-6864 or by email at callaham@erie.gov.  PTC is a program of Legacy Health System, Portland, OR.  Leslie Congleton, at Legacy, is also happy to answer questions – her e-mail is:  LConglet@lhs.org
Fundraising
A question was posed at the Batavia session regarding whether or not an Area Agency on Aging was able to do fundraising.  The answer is:

“AAAs are allowed to fund raise and this is so noted in Section 6652.3 of NYSOFA’s regulations (see attached).  However, the Office does suggest that when an AAA directly solicits funds from an entity or organization, it makes it clear to the donor and to the public that the solicitation or receipt of such funds does not constitute an endorsement by the AAA of the donor or its products or services."

Attendance at Caregiver Forums
For AAAs wishing to have a copy of the list of attendees, please contact the NYSAAAA office at either 518-449-7080 or via email to joanne@nysaaaa.org.
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