Kansas Lifespan Respite Coalition
Coalition Meeting
November 6, 2007

Overview: Participants of the Kansas Lifespan Respite Coalition met on

November 6 at the Center for Community Support & Research. Participants:

e Review Definition of Respite

e Reviewed Accomplishments & Next Steps for Task Force Teams,
and

e Determined Coalition Structure and Next Meeting

See below in notes for names and actions to be taken. A next
meeting will be determined at a later date with additional
information forthcoming.

Attendees:

Adena McCowan Caren Rugg

Rainbows United ECKAAA

Celia Koudele Cindy Lane

Alzheimer’s Association SEKAAA

Colin McKenney Colleen Parker

Sedgwick County CDDO United Way

Diane Beggs Gina Ervay

Heath Care Policy-PI Division Respite Outreach Care for Kansans,
Inc.

Joan Flynn Katie Glendening

CPAAA KDOA Aging & Disability Resource
Center

Kelly Evans Marilyn Thomas

Trinity Inhome Care JHawk AAA

Scott Wituk Vern Norwood

WSU Center for Community Support KDOA

& Research

Rich Hanley Lorraine Dold

Harvey County Department on Aging | Rainbows United

Vision

The vision of the Kansas Lifespan Respite Coalition is to ensure all
Kansas caregivers will have the respite services they need in order to
have the strength to care for their loved ones.

Mission
The mission of the Kansas Lifespan Respite Coalition is to promote
access to and use of respite for all Kansas caregivers, through




community awareness, advocacy, education, and collaboration by
providing a statewide respite care system.

Agenda Items:

(1) Review Definition of Respite

Per Kansas Lifespan Respite Coalition Subcommittee, below are draft
definitions for lifespan respite care. Participants also indicated which
definition they wanted the subcommittee to continue working from
using the input below. The subcommittee will bring a revised
definition of respite to the coalition for final approval.

"Respite care, provides temporary relief for caregivers from the
ongoing responsibility of caring for an individual of any age with
special needs. This service will allow caregivers a short-term rest or
an opportunity to pursue other needs" (5 votes)

"Respite services provide a substitute caregiver to allow a voluntary,
long-term caregiver an opportunity to rest or pursue other needed
personal attention." (2 votes)

"Respite care, provides temporary relief for caregivers from the
ongoing responsibility of caring for an individual of any age with
special needs." (1 vote)

Additional Input to Consider for Definition:

o Keep simple & short

o May not need to be “ongoing” - some may not have the view of
an “ongoing” responsibility

o "“Special needs” - is that “special enough” - does that classify
well enough that a person with any needs.

o People who are frail have similar problems.

o Maybe remove words “special needs”. That it is someone with

special support needs....Define “special needs” - going to have to

be something there...and not just daycare.

Want to be careful that it is not just a parent with a child

Still condensed even more...maybe keep to one sentence.

Add clarification about what they are able to do.

Relief for the caregiver.

Applicable for any program - trying to gear it for any program?

Trying to be inclusive of all different types of programs...used in

all initiatives that the state goes forward with...how KS defines

lifespan respite care.

o Three really great definitions — all of them give an understanding
of what we can use.
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(2) Accomplishments & Next Steps for Task Force Teams:

The coalition focused on the “Legislative Task Team” given the
upcoming meeting with Kansas Speaker of the House Melvin Neufeld
on December 4™ at 9:30 a.m.

Legislation Task Team. The coalition provided input regarding what
the meeting with the Speaker Neufeld should include. Below is the
input provided. Additional input will be sought prior to the meeting for
final approval.

o Senator Byers from Nebraska should provide the perspective
of what others states, including Nebraska, have done to
support respite services, what has been successful

o Provide the “why” respite is needed - preliminary data that
shows the need in Kansas. Preliminary data regarding the
number of persons and hours are available from SRS and
Aging (3b of Senior care act?) that could be useful. XXX and
XXX will follow-up and provide preliminary data that is readily
available. Provide the information to Gina at (316) 687-5700
gervay@rockoinc.org

o Present what has happened with the Kansas Lifespan and
Respite Coalition

o Provide “Here is the goal for Coalition”

o Provide anecdotal stories

o Provide that in one year will be coming back with a “rock
solid” plan and what we plan to do over the upcoming year to
be ready. In the next year will really be gaining a better
understanding of respite services in Kansas — what is
available, where are gaps, savings, etc.

o First year of the coalition will focus on networking and
researching, conducting a needs assessment

o Provide how much respite saves the state, quality of life

o Provide some type of ask at the end - what we need for the
following year to support efforts. Could be small amount. A
request in the future could be for a full-time staff to research
and coordination from the state general fund.

o Needing support for future legislation

o Additional Notes: Hospice provides a lot of volunteer respite
and we should consider inviting someone from Hospice to this
coalition.

o Additional Notes: Cindy will create a spreadsheet where
coalition participants and others can input what they are



mailto:gervay@rockoinc.org

currently providing regarding respite. (Was she going to do
this prior to Dec. 4?)

Funding Task Force

The coalition discussed the need to continue to have support to
coordinate and organize activities. To date, ROCKO has used
Compassion Kansas support from the Center for Community Support &
Research to help facilitate meetings. This support ends in December,
2007. New Compassion Kansas funds and capacity building
assistance is available. Scott will provide information to coalition
members to attend an Compassion Kansas RFP workshop so that
someone can attend to make sure Coalition can apply.

Another potential idea for supporting activities this upcoming year
would be to find an intern.

Community Awareness Task Force

Coalition did not discuss any specific activities.

Caregiver Training Task Force

Coalition did not discuss any specific activities.

(3) Determined Coalition Structure and Next Meeting

Given the upcoming meeting with Speaker Neufeld, the next meeting is on
hold until after that conversation. Prior to the meeting, input will be asked
via e-mail from coalition members.

The coalition discussed activities for the upcoming year that will primarily
focus on researching/understanding what services are available and the
“needs” of respite across Kansas. From this research a report can be created
to share with local agencies and groups and suggestions for the services and
structure of the Kansas Lifespan Respite Coalition.



FROM PREVIOUS COALITION — DON'T WANT TO FORGET THIS (but may not
need to be sent again)...

Purposes & Initial Steps of the Kansas Lifespan Respite Coalition:

Purpose: Educate those who need respite services

Progress From Previous Meeting.

e Follow-up on the Walgreens ads...internet...they deliver medications.
Not an option.

e We have an option presented at the national conference...person from
New Jersey is producing a commercial ($5,000) - national

spokesperson (Dale Sheehy - author of “Passages”). Customizing it at

the end “tagline” to tailor it to state. Depending on the number of

states that would impact the costs...depending on the number of states

who provide...also some discussions about if other
spokespersons...Keep in mind, we are interested in getting more
information (have not heard back yet). When production - when
states need to come forward. No idea of the content. You would not
want to invest without some prior knowledge of what will be included
in the ad. Note: Like to see someone with greater name recognition.

AGREEMENTS FROM CURRENT MEETING

WHO WHAT By WHEN
Gina Follow-up with television commercial opportunity presented at national

conference to determine the status of it.
Gina E-mail ARCH definition of respite t ASAP




Purpose: Connect existing resources that provide respite services

Progress From Previous Meeting.

211 does have list available in Sedgwick - everything included - adults
& youth (not going to be all inclusive — program to help find respite...or
choose not to be listed...for profits not listed)...it is not defined and up
to the agency to mark if the organization identifies itself as it. Can be
useful to determine how to/whether to compliment 211 information
AND will serve as some useful data that can be provided to supporters.
Cindy - called 211 for 92 year old in Chanute...#1 - SRS, #2 - KDOA
(editorial - AAA), #3 - Senior Services of SE KS, #4 - Local area
agency on aging (comment - how make sure we get correct
information).

OK & NB - (800) Respite Number and how corresponds w/ 211? Tie
into the 211 system, but the 211 system can refer to the (800)
Respite system. Neither are 24/7 - only working hours. NE - Set-up
regionally, fairly large areas...routes calls to regional coordinators
based on the area code...coordinators in various settings... OK - one
place for phone calls, staffed during business hours, connected to 211
as well. Did not ask specifically, but likely list both for and non-profits.
Contact information to follow-up w/ more information (more in-depth).

AGREEMENTS FROM CURRENT MEETING

WHO

WHAT BY WHEN

Can also pull what is available statewide as next step and
how many phone calls come through asking for these
services (locally & statewide).

Purpose: Locate training options for those interested in providing
respite in Kansas

What Progress Made:

Community colleges - Local community college develop 2
credit...could be provided in community college network...currently
being developed...Note: interested to see their curriculum...Ask Cindy
to find out about this...also ask if they would be willing w/ the Lifespan
Coalition or sub-group

KS College of Direct Supports - Kathleen Olson - to get provider
trainings in place...not just credits people get, but credits that go to a
degree. Ask her to attend an upcoming meeting or at least find out
more information.




AGREEMENTS FROM CURRENT MEETING

WHoO

WHAT BY WHEN

Cindy/Adena

Develop sub-committee to make progress on the
training/education strategy.

Purpose: Explore and obtain funding to provide respite services.

What Progress Made:

Spoke with M. Zillinger who mentioned she would contact Health Policy
Authority about interest in attending the next meeting

Gina - meet w/ Frank Stahl to catch up on what is happening w/
system transformation and share purposes of coalition (providing
information Nov. 1)

Colin, Gina and Senator Byars (NE) to meet with Neufeld (Speaker of
House)

Jerry Williams has indicated interest in presenting legislation — contact
him after meeting w/ Neufeld and make sure have a concept for him -
ask him what he is carrying.

Legislation from other states has been found/located

AGREEMENTS FROM CURRENT MEETING

WHO WHAT BY WHEN
Gina Meet W/ Frank Stahl to catch up on system transformation.
Follow-up with M. Zillinger regarding interests for Health Policy Authority
Colin, Gina Meet w/ Sen. Byars, Speaker Neufeld to discuss legislative options

Purpose: Identify gaps in respite services and develop strategies to
address those gaps

Notes:

The other “purposes” are some of the gaps, but additional discussion is

needed to address this potential purpose of the coalition.




