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Tools for Coordinating Your Child’s Health Care

It can be frustrating when you feel that your
child’s medical providers are not all talking to
each other or that they’re not on the same
page. You may want to be a more active
member of your child’s care team to avoid
this, but you don’t know how to get started.

Family Voices and the Wisconsin Medical
Home Initiative are pleased to announce a
new Care Coordination Curriculum. It’s an
online training series developed to help
make sense of care coordination, creating a
medical home and moving toward integrated
care for your child and family.

Care coordination is not a new idea within
health care systems, however, few trainings,
tools or resources have been constructed
specifically for families. These training
modules are helpful for all families whether
or not you are a frequent user of medical care
or your child has a disability or special health
care need. Coordinated care, within a medical
home, can improve the quality of care all
children receive
and can help
families feel

more satisfied
with their child’s
medical providers.

What is Care Coordination?

Care coordination is the process that links children
and their families with needed health care, along
with other supports and services. A child and
family’s needs, goals and choices are included in a
care plan that is shared with all team members.

Think about care coordination as the activities in the
space between doctors visits, providers and hospital
stays. It means that all of your child’s providers work
together to make decisions and that your family is a

critical member of that team.

What is a Medical Home?

A medical home is a trusting partnership between
you, your child and your pediatric primary health
care team. A medical home means that your health
care team:

e Knows your child's health history

e Listens to your concerns and needs

e Treats your child with compassion and respect

e Has an understanding of your child’s strengths
and challenges

e Develops a care plan with you and your child

e Respects and honors your culture and traditions

Your coordinated care team can help you and your
child access and coordinate specialty care, education-
al services, in and out of home care, family support,
and other public/private community services that are
important to your family’s well-being.

A new three-part online training on care coordination is a resource developed by families for
families and can be found at www.familyvoicesofwisconsin.com/care-coordination

+ Each module includes videos and family stories.

¢ Allows learners to work at their own pace, whenever or wherever they want.

+ Family-centered ideas, specific examples, tool and resources are available.

Feedback from families and caregivers will be incorporated into future updates, and is always appreciated!
If you have comments or suggestions for this training, please contact Brigit Frank at Brigit@fvofwi.org



http://www.familyvoicesofwisconsin.com/care-coordination
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Care Coordination Curriculum

familyvoicesofwisconsin.com/care-
coordination
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National Center for Medical
Home Implementation
medicalhomeinfo.aap.org/

Care Mapping
childrenshospital.org/care-
coordination-curriculum/care-

Did You Know? Now You Know!

What is a Shared Plan of Care?

A critical part of having coordinated care
in a medical home for your child is the
development and use of a Shared Plan of
Care. A Shared Plan of Care is a written
document that helps you communicate
with anyone on your child’s care team. It
also makes certain that in an emergency,
your child’s medical information and your
family and child’s strengths, preferences
and other details are easily available.

Itis called a “shared plan” because
parents and care team members like
doctors, therapists, educators and other
caregivers share in its construction and
use. For children with complex needs,
having a Shared Plan of Care may be
even more important because it ensures
that all team members are working with
one set of information and that the child
and family are at the center of this care.

Family Voices of Wisconsin has a new
training on Medical Home and Care
Coordination, which features a Shared
Plan of Care. Module 2: What is a
Shared Plan of Care? and Module 3:
Maintaining Your Child’s Shared Plan

of Care walk learners through the process
of creating a Shared Plan of Care,
describe what to include and how best to
keep the document up-to-date and
relevant.

What Should be in a Shared Plan of Care?

¢ A Medical Summary - include contact
information for all providers, medications,
diagnoses, allergies and details like dates
of surgeries.

¢ Family strengths and preferences - for
example religious practices, diet preferences
or how you like to communicate with
providers.

¢ Negotiated Actions - include personal or
medically-related goals set by the care team
and assigned tasks and completion dates for
all care team members.

What are the Benefits of a Shared Plan?

The Shared Plan of Care provides a specific way
for a family to be a strong
member in the care team.
It can help avoid extra
tests or appointments. It
can also track medical
visits, action steps and
make certain that all care
team members are
communicating with each
other using the same set of information.

Your child’s Shared Plan of Care is a living
document. This means that to be useful it must
be accessible (in hard copy and electronically),
available and updated regularly. Setting calendar
reminders to look over the plan often is a good
way to keep it current. To learn more go to
www.familyvoicesofwisconsin.com/care-coordination

A Tribute to Kitty Rhoades

mapping Kitty Rhoades, former Secretary of the Wisconsin Department of Health Services, passed away
in June. Family Voices mourns the loss of a true champion for long term supports and services
for children in Wisconsin. Her depth of knowledge and many years of experience made her an
exceptional advocate for children and adults with disabilities and special health care needs.

Prior to her appointment as DHS Secretary, Ms. Rhoades was a State Assemblywoman from

Hudson. During her time in the Assembly, she was instrumental in securing additional funding
for children’s long term support programs. Family Voices sends our deepest sympathies to her

family and friends.



http://www.familyvoicesofwisconsin.com/care-coordination
http://www.familyvoices.org
http://www.familyvoices.org
http://www.familyvoicesofwisconsin.com
http://www.familyvoicesofwisconsin.com/care-coordination/
http://www.wismhi.org
http://www.medicalhomeinfo.aap.org/
http://www.medicalhomeinfo.aap.org/
http://www.childrenshospital.org/care-coordination-curriculum/care-mapping
http://www.childrenshospital.org/care-coordination-curriculum/care-mapping
http://www.childrenshospital.org/care-coordination-curriculum/care-mapping
http://www.childrenshospital.org/care-coordination-curriculum/care-mapping

Children and Youth with Special Health Care Needs News

Family Voices Fall 2016 Training Schedule

Join us for one of these highly interactive training sessions to learn about supports and
services for children and youth with special needs. All sessions are free and a resource
binder and meal are provided. Stipends are available for travel and childcare.

Did You Know? Now You Know! explains resources and services for children with disabilities
and special health care needs from birth through young adulthood. Learn about health
insurance and how to best use your benefits, Medicaid, long-term supports and community
programs and resources.

What'’s After High School? is a broad overview of the transition to adult life for youth with
disabilities and special health care needs. Topics include the role of schools, long-term
supports, transitioning to adult health care, legal options and the fundamentals of
self-determination.

¢ Ashland, September 21, 5:00-7:30: Did You Know? Now You Know!” training. To
register contact the Northern Regional Center.

¢ De Pere, October 17, 5:00-7:30pm, What's After High School training. To register
contact the Northeast Regional Center.

¢ Mauston, November 1, 5:00-7:30pm: What's After High School training. Contact the
Southern Regional Center.

¢ Beloit, Nov. 7, 5:00 - 7:30pm: Did You Know? Now You Know!” training. To register
contact the Southern Regional Center.

¢+ Appleton, Nov. 29, 5:30 - 8:00pm: What's After High School training. To register
contact the Northeast Regional Center.

Family Impact! Grant Recipient Highlight

Mended Little Hearts Reaches Families and Cardiology Teams

Amy Randall is a parent of a child with a congenital heart defect and the coordinator of
Mended Little Hearts of Milwaukee. Mended Little Hearts partners with Parent to Parent
of WI (P2P) to connect a parent with another parent who has a child with a heart defect
for support and encouragement. Last August, Amy was a recipient of a Family Voices
Family Impact! grant. The grant supported the development of a brochure so that families
and Milwaukee area cardiologists could learn about the parent matching program. The
group has recruited and trained eighteen support parents and made ten matches so far.

"We have a team of parents who made this happen." explained
' Amy. "Together with partners like P2P and the Southeast
Regional Center we have built trust with staff at Children’s
Hospital. We would not have gotten off the ground without this
grant to support our outreach efforts."

To connect with Mended Little Hearts Milwaukee go to www.mendedlittlehearts.org or
join their Facebook group at facebook.com/groups/MLHMIL/

Children and Youth with
Special Health Care Needs

CYSHCN
REGIONAL CENTERS
Call with your
questions!

Northeast Region
Children’s Hospital of
Wisconsin - Fox Valley

1.877.568.5205

Northern Region
Marathon County Health
Department
Wausau
1.866.640.4106

Southeast Region
Children’s Hospital
Milwaukee
1.800.234.5437

Southern Region
Waisman Center
Madison
1.800.532.3321

Western Region
Chippewa County Dept of
Public Health

Chippewa Falls
1.800.400.3678

Great Lakes Inter-Tribal
Council
(GLITC)
Lac du Flambeau
1.800.472.7207
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About Family Voices of Wisconsin

Family Voices of Wisconsin (FVW) is a state affiliate organization of
the national Family Voices organization and serves as Wisconsin’s
Family-to-Family Health Information Center. Additionally, FVW is
recognized as the Family Leadership Hub for Wisconsin’s Children
and Youth with Special Health Care Needs (CYSHCN) partnership.

Family Voices focuses its work on health care and community
supports in three areas:
o Education and information, including trainings, fact sheets, and

newsletters;

« Family leadership activities, including the annual Advocacy for
Change Institute; and

o Public policy and systems change activities.

Like us on Facebook and Join the Family Action
Network Listserv (join-fan@lists.wisc.edu)



https://www.facebook.com/Family-Voices-of-Wisconsin-122509461124135/
http://www.waisman.wisc.edu/cedd/fan.php
http://www.waisman.wisc.edu/cedd/fan.php
http://www.familyvoicesofwisconsin.com
mailto:liz@fvofwi.org
mailto:barb@fvofwi.org

Care Mapping: A How To Gui de

Families raising children with special needs have long acted as the primary care coordinators for their children,
connecting the dots between home, health care, school and the community. Acting as “air traffic control” between
health care providers, home care workers, child and respite care, teachers, specialists and community agencies can
add considerable stress and time to parenting, cause families to miss work or work less, strain relationships or cause
needs to go unmet.

Professionals can help relieve some of this stress and help families be more effective by partnering with them to
coordinate and plan care. We have developed a tool, the care map, to assist families and the professionals they
partner with. Although it was initially created for families raising children with special needs, it can also be used for
anyone of any age or level of need to make partnering with professionals more effective.

What is Care Mapping?

Care mapping is a process which guides and supports the ability of families and care professionals to work together to
achieve the best possible health outcomes. In its most developed form, care mapping is a family-driven,
person-centered process which highlights a family’s strengths and communicates both the big picture and the small
details of all of the resources needed to support a child and their family. It provides a comprehensive snapshot of a
family’s needs, and enables the care team to appreciate how each of these aspects relates to each other.

How Do | Make a Care Map for my Child or Family Member?

Here are some step-by-step instructions for creating your own care map:

1. Starting with a blank piece of paper and a pencil, draw a circle in the middle of the paper which represents your
child and a ring around him/her depicting your family.

2. Coming out from the center, begin depicting the individuals or organizations that are part of your child’s team,
grouping them into broad categories and subcategories in a way that makes sense to you and to the people you
will want to share the map with. Some examples of categories might include: medical, school, recreation/
community/social, legal/financial, social services, advocacy and information, spiritual, transition, work,
housing, transportation and caregiver support. It may take several attempts before it feels complete. Don’t
worry about getting it 100% right.

3. You may need or want to re-write it using different colors, symbols, and line shapes to communicate additional
data such as barriers, support, or unmet needs. It’s best to keep your process simple. You can use a photo of your
child or family in the center.

4. Include your child/youth in the care mapping process. They may even be able to make their own. It will likely look
very different from the one you make, but that can be informative.

5. Lastly, make copies of your care map and/or scan it. Having an electronic version will allow you to share it by
email with care team members if you need to.

Richard C. Antonelli, MD, MS, Medical Director of Integrated Care, Boston Children’s Hospital
Assistant Professor of Pediatrics, Harvard Medical School
Cristin Lind, BA, Family Leader
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How Do | Use My Care Map?

You can use your care maps can to:
e Reflect on your own experience and journey. Many families who have created their own care map express a feeling
of satisfaction and pride at the supports they are managing for their child when they can see them all at once.

e Assess the Big Picture. Is there anything on the care map that surprises you? How do you feel when you look at it?
Is there anything missing?

e Communicate with care team members, family and friends. Share it with trusted members of your child’s care
team, including family, caregivers, healthcare or education providers, or anyone who you think could benefit from
the big picture or who you partner with to make decisions about care.

What Else Should | Think About When Making or Using a Care Map?

One common pitfall in making a care map is to make it so complex and detailed that it becomes difficult for someone
other than you to read or understand. Keep it simple, or create different versions depending on the need. It can be
tempting to include details about other important responsibilities to drive home the message that you are juggling a lot
of responsibilities, but adding things unrelated to your child’s care can dilute the care map’s impact.

Another common pitfall is using mind-mapping software or some other technological tool that isn’t flexible enough to
create an expressive care map. While software can add many additional features to your care map, use it only if you are
extremely proficient. We advise that you at least begin on paper. Many people have expressed that the handwritten
aspect of the care map serves an important reminder that it is created by families.
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&
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This article is re-printed with permission from www.childrenshospital.org/care-coordination-curriculum/care-mapping
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