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Assumptions

1. Collaboration ameng stakeholder groups,
Fegion 4 states, across regions, and with
national partners will improve access to
genefic services, expertise, and information
in the context of the medical home for
children with heritable disorders and their
families

2 Effective follow- up for children with
heritable disorders provides “just in fime
information” to the child’s family and
medical home. This includes children
identified through newborn screening, early
hearing detection, birth defect registries,
CSHCHN, and early intervention programs.

3-7. Children with heritable disorders who
have access to genetic services, expertise and
information within the centext of a medical
home will have better health outcomes and
quality of life. In order to successfully establizh
medical homes for children with heritable
disorders the following conditions must exist:

3. Families and providers must be aware
of how the medical home model improves
care and outcomes for children with
heritable disorders

4. Care coordination nmst be provided

4. Families, genetic specialists and
primary care providers must communicate
effectively

4. Care plans must be easily accessible by
providers and fammlies

Region 4 Genetics Collaborative
Base Funding Logic Model

Goals & Strategies

Goal 1: Facilitate collaboration within Region 4,
with national partners and across regional
collaboratives

*  Solicit input and direction from stakeholders

+  Establish/expand workgroups

«  Facilitate ongoing communication

*  Support parent participation

*  Facilitate collaboration across regions

Goal 2: Develop & distribute follow-up protocols

for population-based identification of children

with heritable disorders

*  Conclude efforts of Short Term NBS Warkgroup

+  Collaborate with Indiana NBS Follow-up project

s  Expand Fellow-up Workgroup to include: EHDL,
birth defects registry, early intervention

=  Develop and dissemmate follow-up protocols

Goal 3: Educate primary care providers,
specialists & families about the importance of
medical homes for children with heritable

disorders
+  Fewize medical home matenals to address henitable
dizorders

+  Provide educational opportunities in each state
*  Explore educating medical residents & murses

Goal 4: Promote care coordination for children

with heritable disorders

»  Promeote care plans for children with heritable
disorders

+  Create Learning Consortia to identify & resclve
barriers to effective communication

+  Implement the nse of Emergency nformation
Forms (EIF)

s  Rewise EIF to facilitate electronic sharing of care
plans
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Outcomes

Goal 1

* Improve collaboration across stakeholder
groups; among Region 4 states; with
national partners & with other regions

Goal 2

» Improve follow-up practices for children
with heritable disorders who are identified
through: NBS, EHDI, birth defect registries,
early infervention

Goal 3

* Increase # of parents and providers who
understand how the medical home improves
care and child outcomes

* Increase the number of parents advocating
for their children to have a medical home

* Increase the # of children with heritable
disorders being served by a medical home

Goal 4

e Increase access to care plans that are specific
to heritable disorders

* Improve commmunication among families,
specialists and primary care providers

* Improve quality of care for children with
henitable disorders

e Increase access to emergency care plans for
children with heritable disorders

e Increase the # of cluldren with heritable
disorders who have an accessible care plan
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Assumptions

In arder to successfully establish medical
homes . the following conditions must exist
{continued):

5. Beimbursement must be available
for services integral to the medical
home model, such as care
coordination.

6. Parents and primary care providers
must have easy access to information
about specific disorders

7. Access to genetic expertise must be
available, especially in underserved
(rural) areas

8. Children with heritable disorders who

are transitioning to adulthood will have

better outcomes if:

¢ Families and providers are aware of
the importance of a transition plan

+ The transition plan 1s developed by
the patient, the fanuly and all care
providers

Goals and Strategies

Goal 5: Address reimbursement issues that

are barriers to quality care

. Identify barriers to reimbursement for care
coordination; identify and implement strategies
to resolve bamers

+  [dentify barmers to retmbursement for medical
foods & formulas; identify and distnbute
successful strategies to resolve bamriers

Goal 6: Provide access to genetic

information, resources and disease

management guidelines in the context of a

medical home

»  Promote the use of accurate disorder-specific
Iesources

s  Develop disorder-specific electronic grand
rounds

Goal 7. Facilitate access to genefic expertise

for underserved populations

*  Promote links between genetic specialists and
rural health service & commumeation systems

«  Explore practice models to assist the limited
number of genatic specialists in maximizing
use of their time

Goal 8. Identify and promote effective

models addressing transition to adult

services for youth with heritable disorders

+  Promote the nse of individual ransition plans

+  Promote the use of strategies to develop and
mplement a systems approach to supporting
transition

+  Participate in the National Transiion
Waorkgroup

¢ Address regional needs identified through data
analyzed by Healthy & Ready to Work
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Outcomes

Goal 5

+ BReduce barriers to reimbursement for
care coordination

* Increase # of providers who understand
how to overcome barriers to
reimbursement for care coordination

+ Increase knowledge of families and
providers about strategies to overcome
barriers to reimbursement for medical
foods & formmulas

Goal 6
+ Improve access fo genetic information
within the context of the medical
home

Goal 7
* Improve access to genefic expertise
for underserved populations
+ Maximize time of genetic specialists
and genetic counselors so expertise is
ultimately available to more famulies

Goal 8

* Improve access to transition plans &
protocols for families & providers

+ Increase skills of children & families
to prepare for transition

+ Increase the number of children
franstfioning to adult services who
have a transition plan
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Medical Home Education Workgroup: Year One Plan

Medical Home Workgroup Goal: Educate primary care providers, specialists, and families about the importance of
providing a medical home for children with heritable disorders.




Handout 4: Materials and Initiatives
Region4

Genetics Collaborative

Medical Home Education Workgroup
Medical Home Materials and Initiatives

National Training Curriculum

e AAP: The National Center for Medical Home Improvement: Every Child Deserves a Medical Home
Training Curriculum

Training Materials are available online at AAP National Center of Medical Initiatives for Children with Special Needs:

http://www.medicalhomeinfo.org/training/materials.html

Medical Home Implementation Resources

e Crotched Mountain: Center for Medical Home Improvement (CMHI): Building a Medical Home:
Improvement Strategies in Primary Care for Children with Special Health Care Needs (Medical
Home Improvement Kit)

The toolkit is available online at: http://www.medicalhomeimprovement.org/mhik.htm

e Wisconsin Medical Home Toolkit

Wisconsin Medical Home Toolkit available online!
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Educational Materials

e Primer on the lllinois Medical Home Model for Physicians

Primer on the lllinois Medical Home Model for Physicians

e Primer on the lllinois Medical Home Model for Families

Primer on the lllinois Medical Home Model for Families

 Medical Home Project Learning Session Il, March 10, 2007: Presentations (video-taped)

Medical Home Project Learning Session I, March 10, 2007: Presentations (video-taped)
*Windows Media Player is necessary to view the presentations at the following link:
http://video.google.com/videosearch?g=%22medical+home%22

« Enhancing Collaboration Between Primary and Subspecialty Care Providers for Children and
Youth With Special Health Care Needs workbook

e Innovative Approaches for Improving Referral, Consultation, and Shared Management in Primary
and Specialty Pediatric Care

Promising Approaches for Improving the Interface between Primary and Specialty Pediatric Care




Educational Initiatives — National Handout 4: Materials and Initiatives

e NICHQ Medical Home Learning Collaboratives The National Initiative for Children’s Healthcare Quality, Inc. (NICHQ)
with support from the US Maternal and Child Health Bureau ran two National Medical Home Learning Collaboratives. These
fifteen-month programs helped facilitate the improvement of care for the growing population of children and youth with
special health care needs http://www.medicalhomeinfo.org/model/MHLC.html

e Medical Home Mentorship Program Guidance, resources, and networking opportunities for individuals,
communities and states to assist them in achieving increased access to medical homes.
http://www.medicalhomeinfo.org/model/index.html

Educational Initiatives — State

e lllinois Educational Outreach Includes Medical Grand Rounds and CATCH Meetings
¢ lllinois Physician Outreach

¢ lllinois Pediatric Specialists Available for Consultation to Assist Primary Care Physicians
Managing Care for CSHCN

Information about lllinois Initiatives can be found at: http://www.medicalhomeinfo.org/states/state/illinois.html

e Wisconsin Medical Home Special Needs Rotation
Presentation &

Marketing Materials
Outreach and marketing materials to promote medical homes for children with special needs at AAP:
The National Center for Medical Home Initiatives for Children with Special Needs. Materials can be

adapted.
http://www.medicalhomeinfo.org/tools/Marketing.html




