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AGENDA

Today’s Agenda:
 Getting to Know You 

 Are We On the Same Page

 Current Initiatives

 Discussion

 Upcoming Initiatives



POLL 1

Are you familiar with 
individualized healthcare 

plans (IHP)? 
Yes
No



POLL 2

Are you directly 
involved in the process 

of developing IHPs? 
Yes
No



POLL 3

What is your primary role in 
working with children with 

genetic conditions or special 
health care needs? 

 Health Care Provider
 School Nurse
 Parent
 Government/State Staff
 Other School Staff



OVERVIEW

What is an IHP?
A plan developed by the professional school 

nurse in collaboration with lawful custodians and 
others which outline specific health care to be 
given to an individual student. This plan may or 
may not be part of the IEP/IFSP* or Section 504 

accommodation plan. 

~ Definition from the KS Guidelines for Educators, School 
Nurses, and Parents

* IEP – Individualized Education Plan
IFSP – Individualized Family Service Plan



POLL 4

At your institution, or in your 
experience, who is involved 

with developing an IHP? 
 Parents/Family/Student
 Teachers
 School Nurse
 Healthcare Providers
 State/Government Staff

mark all 
that apply



POLL 5

In your opinion, who 
should be involved with 

developing an IHP? 
 Parents/Family/Student
 Teachers
 School Nurse
 Healthcare Providers
 State/Government Staff

mark all 
that apply



OVERVIEW

Who Needs an IHP?
 Students who: 

 Take meds
 Need monitoring 
 Are at risk for medical crisis 
 Use special medical equipment 

or devices 
 Require frequent health care 

procedures



OVERVIEW

Benefits of an IHP?
 Better attendance
 Improved alertness
 Increased physical stamina
 Fewer medical symptoms
 Increased ability to participate 

in school activities
 Fewer medical emergencies 



KS INITIATIVE

Addressing Health in School?
 IEP vs. IHP?
 10 School Nurse Interviews

 No standard process
 No guidance or oversight
 Sole responsibility of school

nurse to develop and 
implement

 Families NOT involved



KS INITIATIVE

What Came Next?
 Collaborative Meeting

 Families
 School Nurse
 Healthcare Provider
 CYSHCN Project Staff

 Conduct Survey 
 Develop “Standard” Form
 Integrate into Kansas Health 

Care Transition Model



KS SURVEY

School Nurse Survey on IHP
 May 2012
 13 Questions
 Combination of MC & Open Ended
 Identified

 IHP Processes
 School Protocols or Policies
 Critical Components for 

an IHP



SURVEY RESULTS



SURVEY RESULTS



SURVEY RESULTS



SURVEY RESULTS



SURVEY RESULTS



SURVEY RESULTS

Question 6: Examples of services 
only a school nurse can provide
 Catheterization
 Diabetic Care Supervision (insulin, etc)
 Breathing treatments
 Medication administration
 Tube Feedings
 Develop IHPs
 Student assessments



SURVEY RESULTS



SURVEY RESULTS

Question 8: Nurse reported IHP 
process
 Responses varied on:

 Who is involved in development
 Training needs
 Medical provider involvement
 Where the plan is located after

completion

 Some indicated using school 
district guidelines 



SURVEY RESULTS



SURVEY RESULTS



SURVEY RESULTS



POLL 6

If you develop IHPs, 
does your institution have 

a standard process or 
protocol in place? 

Yes
No



POLL 7

If you develop IHPs, 
do you use a standard 

template or form, 
software program, etc? 
Yes
No



KS FORM

Standardizing an Individualized 
Process? 
 Core Form = “Standard”
 Supplements = “Individualization”

 Crisis Plan
 Medications
 Hospitalizations & Insurance
 Equipment Needs
 Staff Training
 Transition Action Plan



“CORE”  STANDARD  IHP  FORM



CRISIS PLAN 
SUPPLEMENT



MEDICATION  
SUPPLEMENT



HOSPITAL 
ADMISSIONS & 

INSURANCE 
INFORMATION 
SUPPLEMENT



EQUIPMENT AND/OR STAFF TRAINING SUPPLEMENT



TRANSITION 
ACTION PLAN 
SUPPLEMENT



DISCUSSION

What are the key 
components to a 

well-developed IHP? 

Are we missing any 
with this form?



DISCUSSION

What challenges do 
you see with having a 
standard template for 
school nurses to use?

Concerns?



HEARTLAND

Who is the Heartland Genetics 
Collaborative? 
 A collaborative network of:

 Genetics Providers
 Newborn Screening Providers (state & local) 
 Advocates 
 Other Stakeholders

 Comprised of 8 States



HEARTLAND

• Arkansas
• Iowa
• Kansas

• Missouri
• Nebraska
• North Dakota

• South Dakota
• Oklahoma



HEARTLAND

Heartland History
 Formed in 2004

 Award through the HRSA* Heritable Disorders 
Program

 Current Support from the Genetic Services 
Branch of the Maternal Child Health Bureau 
(MCHB) 
 HRSA* Grant # H46MC24089
 5 year Funding Cycle 
 Current Cycle 2012 - 2017

*HRSA = Health Resources Services Administration
The primary Federal agency for improving access to health care services 
for people who are uninsured, isolated, or medically vulnerable. 



HEARTLAND

Heartland Staff
 G. Bradley Schaefer, MD

Project Co-Director
University of Arkansas for 
Medical Sciences

 Lori Williamson-Dean, MS, LCGC
Project Manager
University of Arkansas for 
Medical Sciences

 Dustin Foster
Administrative Assistant
University of Arkansas for 
Medical Sciences

 Klaas Wierenga, MD
Project Co-Director
University of Oklahoma Health 
Sciences Center

 Shona Whitehead
Asst. Project Manager
University of Oklahoma Health 
Sciences Center

 Melanie Baxter, ScM, CGC
Project Coordinator
University of Arkansas for 
Medical Sciences 



HEARTLAND

Current Partners
 State Genetic & Newborn Screening 

Coordinators
 Medical Geneticists & Genetic 

Counselors
 Primary Care Providers
 Advocates

 Consumers
 Family Members
 Advocacy Organizations



HEARTLAND

Mission 
Ensuring the best possible outcome 

for individuals with heritable (genetic) 
disorders and optimizing the health of 

the population throughout the life cycle.

Goals
 Improve understanding and

awareness of genetics
 Expand access to health care
 Translate new findings to improve

quality of care within the region



HEARTLAND

Heartland Work Groups



HEARTLAND

2012 – 2017 Heartland Initiatives
 Clinical Management of Genetic Patients 

by Primary Care Providers
 Genetics Education for Hearing Screening 

Programs
 Newborn Screening Resource Toolkit
 Telemedicine Enhancement
 Healthcare Transition Project
 Individualized Healthcare Plan



HEARTLAND

Heartland Interest in IHP?
 Advocate Work Group 

 Consists of two (2) family advocates from 
each state 

 The group recognizes: 
 A lack of awareness
 Ineffective procedures or 

little to no process 
 Poor implementation rates



FUTURE PLANS

Current Plans:
 Build upon KS activities
 Identify & engage key stakeholders

 Genetic  & School Nurses
 Family Advocate Organizations
 State School Health Consultants 
 Primary Care Providers
 Anyone else with an invested 

interest



DISCUSSION

Are you aware of 
any IHP initiatives 
occurring in your 
state at this time? 



FUTURE PLANS

Learning Collaborative (Year 1)
 Key Stakeholders Needed
 Regional  = ALL 8 States
 Focus will be on populations of children 

with genetic conditions and special 
health care needs

A learning collaborative is an ongoing learning 
process that brings together people/teams to work on 
improving a process, practice, or system while learning 

from their collective experiences and challenges. 



DISCUSSION

Who regulates 
and/or trains 

school nurses in 
your state?



DISCUSSION

Who in your state 
would we contact to 

inquire about IHP 
process/protocols?



FUTURE PLANS

Long-Term Plans (Years 2 – 5)
 School-Based IHP Protocols (Year 2)
 Trainings (Year  2 & 3) 
 Larger-Scale Implementation (Year 3)
 Evaluation Impact (Years 4 & 5)
 Propose Possible State-Level 

Policy Changes (Year 5)



DISCUSSION

What challenges 
would you anticipate 
we may run into with 

this project in your 
state?



INTERESTED?

Melanie Baxter
melanie.baxter@gmail.com

573-768-2546

Heather Smith
hsmith@kdheks.gov

785-296-4747

Want to learn more?

Want to be involved?


