Expanding and Sustaining Iowa’s Lifespan Respite Program
Grant # 90LI0013-01-02

Iowa Department on Aging
510 E 12th St., Ste. 2
Des Moines, IA 50319
(515) 725-3332
Project Period: 09/01/2014 – 08/31/2017
Reporting Period: 03/01/2016 – 8/31/2016
Final Reporting Period: 8/31/2017
Project Director & Report Author: Julie Bergeson, Project Planner
515-725-3332

julie.bergeson@iowa.gov

Date of Report: October 2016
ACL Program Officer: Kevin Foley

What did you accomplish during this reporting period and how did these
accomplishments help you reach your stated project goal(s) and objective(s)? Please
note any significant project partners and their role in project activities.
During this reporting period, there have been strides made in the enhancement and
expansion of the statewide coordination of respite service with education, advocacy and
outreach. Along with the continued work by the initial partners, there have been a number
of new members added to the coalition. The expanded reach of the coalition provided the
impetus to begin defining the mission and future of the organization. With the limited
respite funds available, there were a number of lives impacted. To ensure that respite
funds had a positive impact, the implemented a statistically valid tool to collect data and
other information to improve the program. The Care for Caregivers conference is in its
initial stages of planning to provide education and training opportunities for caregivers
and other professionals. The lack of qualified direct care workers has been identified as a
focus area and several steps have been implemented by the interested parties. A significant
advancement for caregiver’s ability to obtain service occurred when the LifeLong Links
system went live.

The Lifespan Respite Coalition is a primary partner in Iowa’s Lifespan Respite project and
held meetings in May and July 2016. Member enrichment and education is a critical
component to Coalition meetings and outside presenters have brought both a national
perspective on respite and other issues to recent meetings. This period the Coalition added
members from the Alzheimer’s Association [Greater Iowa Chapter] and Easter Seals.
Another crucial partner in project activities is the project sub-contractor, Capture
Marketing Group. Capture Marketing Group specializes in association management,
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advocacy, coalition building and development of best practices for non-profit governance
and Capture Marketing provides the day-to-day administration and processing of
emergency respite funds, planning and conducting Coalition meetings.

During this reporting period, the Coalition engaged in strategic planning session that
involved completing an empathy mapping and visioning exercise. These initial steps
allowed the Coalition define their mission, vision and goals. Based on the visioning
exercise, the Coalition will investigate both partnering with a current organization to
manage the coalition or to start a nonprofit entity for long-term sustainability. The
Contractor and grant manger will arrange one-on-one meetings with interested parties to
gauge capacity. The group did not find the Sustainability Toolkit particularly helpful in
strategic planning. The completed Strategic Action Plan is attached. [Attachment A]

The Iowa Department on Aging, the Lifespan Respite Coalition and project subcontractor [Capture Marketing Group] have developed the administration of the
application, approval and reimbursement procedures for Iowans to access crisis respite
funds. This is an on-going, successful and essential component of grant activities and
caregivers are receiving direct and necessary respite services. Highlights of this reporting
period are as follows:
● 29 applications for emergency respite funds were received. Five applicants had
multiple family members in need of care. Most common reasons for respite include
caregiver in emotional crisis and caregiver in medical crisis. Of those applicants, 14
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requested referral to LifeLong Links™ [Iowa’s ADRC] for more information/referral and
assistance with planning for long-term services and supports
● $2,850 was distributed in reimbursement to 14 families [average of $203 per
family]
● “Average” caregivers range in age from 2-85 years old with the following
additional demographics:
89% female │11% male
83% Caucasian/White │17% African American/Black
● Families served in 18 Iowa counties
● Top three conditions of individuals served include those with autism, ADHD
and memory loss/dementia. Individuals in need of care range in age from 2-85 years old
and 25% being multiracial or African American/Black.
The Lifespan Respite Coalition is currently implementing the use of a statistically valid
and reliable empirical survey tool. At this time qualitative data is being collected via both
caregiver and care recipient information on the emergency respite applications. This has
resulted in useful demographic information, identifying service gaps and capturing
respite needs of caregivers. The fall conference provided in-person accounts and the
conference survey will provide a snapshot of unmet needs and interests of caregivers and
service providers. This survey will be utilized in planning the next year’s conference.
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Time was spent this reporting period in initial planning for the Lifespan Respite
conference, Care for Caregivers. Again this year, the Care for Caregivers conference
will be a training rich environment for caregivers, professionals, advocates and families
regarding respite services and issues in Iowa. Topics that will bring awareness to respite
include compassion fatigue, navigating family dynamics, brain wellness and mindfulness.
The conference will also feature two sessions of a nationally recognized, evidence-based
caregiver training program, Powerful Tools for Caregivers. The Coalition partnered with
AARP to bring two nationally recognized keynote speakers and authors on caregiving
and the benefits of respite.

One of the goals of Iowa’s Lifespan Respite project is to train more direct care workers
throughout the State of Iowa. The team partnered with Kirkwood Community College
[Cedar Rapids, IA] that offers the Prepare to Care curriculum and sponsored two young
women to obtain advanced certification as a Health Support Professional [HSP].
Participants completed the following modules: Core, Health Monitoring and Maintenance
and Personal Activities of Daily Living. The grant manager continues membership in
the Direct Care Worker Advisory Council to stay apprised to issues and policy relating to
the direct care workforce.

The new LifeLong Links™ website (www.lifelonglinks.org) “went live” during this
reporting period. LifeLong Links™ is Iowa’s No Wrong Door [NWD] comprehensive
system to connect Iowans to resources to achieve goals for independence and full
participation in their community. The redesign features a more user-friendly, visually
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compelling layout that will enable both consumers and caregivers to easily connect with a
variety of home and community-based services and supports that assist in maintaining
long-term independence. From the home page, users will be able to immediately start a
self-assessment or begin searching for local service providers through a cloud-based
database that is updated in real time. A list of service categories will also be available so
users can conveniently navigate to interior pages about specific topics that include calls
to action, resources and additional links. Each interior page includes an icon linking to
the database, so users can begin a search for providers at any point or be connected to an
options counselor to provide more comprehensive assistance in planning for long-term
services and supports. Screen shots of the new design and caregiver/respite pages are
attached. [Attachment B] 1
What, if any challenges did you face during this reporting period and what actions did
you take to address these challenges? Please note in your response changes, if any, to
your project goal(s), objectives that were made as a result of challenges faced.
The Iowa Lifespan Respite Coalition membership remains small but is dedicated group and
gaining momentum. Many service providers and social service organizations are finding
themselves in a volatile environment due to implementation of Iowa’s move to Medicaid
Managed Care in April 2016. The project director, contractor and the Coalition continue to
network and seek out individuals that are dedicated to expanding respite services in Iowa. The
grant manager continues to attend technical assistance webinars/conference calls from ARCH
National Respite Network for technical assistance on this topic.
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Prepare to Care is a train-the-trainer model that provides a state-approved training certification for direct
care workers who complete required coursework.
The Council advises the Iowa Department of Public Health [IDPH] on the regulation and certification of
direct care works, standardization requirements for supervision and functions for direct care workers.
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The amount allocated for emergency respite funds this grant year was $27,712 and this was
dispersed in the first four months of the grant year. The contractor first attempted to extend the
reach of funds by reducing the amount allocation from a one-time reimbursement of $500 to
$250. After application to the program, follow-up procedures were immediately initiated.
Personal letters and phone calls were made to applicants and providers outlining the situation and
encouraged follow-up with LifeLong Links™ or other age/disability appropriate service
providers and/or organizations. A wait list was initiated and updated by the contractor.
Through the first two years, it has proven difficult to make the appropriate connections with
community colleges that offer the Prepare to Care curriculum in a routine, on-going fashion. For
year three, the project will focus on offering two evidence based caregiver training[s] across
rural parts of Iowa. The Powerful Tools for Caregivers [PTC] program has met with highestlevel criteria of evidence-based disease prevention and health promotion programs by the
Administration for Community Living/Administration on Aging. PTC also offers a train-thetrainer curriculum to advance more trainers throughout Iowa. The project director will continue
meeting with the Direct Care Worker Advisory Council for workforce issues but this change will
have a direct impact on more caregivers throughout the state.
How have the activities conducted during this project period helped you to achieve the
measurable outcomes identified in your project proposal?
Fine-tuning the processes and data collection for emergency respite funds have allowed the
project to collect accurate and timely data about the funds distributed and demographics of both
the caregiver and care receiver. Data clearly shows this project is reaching a statewide audience
and providing needed respite to a wide range of Iowa families. This year’s Lifespan Respite
Conference provided valuable training opportunities for both family and professional caregivers,
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advocates and direct care workers across Iowa. Survey results indicated great overall satisfaction
with the conference speakers, networking opportunities and the opportunity for caregivers to
meet other caregivers.
What was produced during the reporting period and how have these products been
disseminated? Products may include articles, issue briefs, fact sheets, newsletters, survey
instruments, sponsored conferences and workshops, websites, audiovisuals and other
information resources.
Initial conference marketing began with two different Save the Date postcard. The postcard was
created in both print and electronic format to announce the conference. Print copies were
provided to all Coalition members statewide for distribution within their network, offices and
clientele. The electronic conference announcement was sent to any individuals, families or
providers in the respite database, Area Agencies on Aging, and Coalition members/organizations
for distribution to their networks. The Iowa Department on Aging sent electronic conference
notifications via newsletters through e-newsletter publications to the aging network during the
month of September. [Attachment C] Registration for participants and the call for exhibitors was
sent via e-mail through Coalition contacts and http://www.cvent.com/events/2016-care-forcaregivers-conference/event-summary-f9085275b36f45a9b04aeb7b2215dafc.aspx.
[Attachment D]
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Sustainability Action Plan, Attachment A
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LifeLong Links™ Home Page, Attachment B

14

15

16

Conference Save-The-Date Postcard, Attachment C
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Conference Website, Attachment D
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