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Program Description

The Heartland Genetics & Newborn Screening Collaborative is a network of representatives (parents,
patients, clinicians, researchers, industry representatives, laboratorians and public officials) from eight
(8) states. This six-year-old Collaborative actively engages with its partners at a regional and national
level to increase access to and improve quality of genetic services in the region and at the same time
contribute to projects of national significance. This work is completed under the leadership of the
Heartland Regional Coordinating Center (HRCC) with planning and direction supported by the Heartland
Advisory Board and four work groups [e.g., Newborn Screening (NBS), Clinical Services, Education, and
Advocacy].

Evaluation Findings

The purpose of this report is to provide a summary of the evaluation findings regarding the Heartland
Collaborative’s implementation of program activities, its success in accomplishing program outcomes
and performance on HRSA outcome performance measures. A multi-method approach, including
qualitative and quantitative methodologies, was used to help inform the continuous improvement
process. (See Appendix A for the 2009-2010 Evaluation Plan). Built into the evaluation process was the
ongoing review of formative and summative data based on the Heartland Collaborative’s four goal areas
to inform program improvement through reflection and action planning. The results of the evaluation
are summarized in the following:

Clinical Genetics Services

Goal 1: Facilitate access to quality clinical genetic services for the citizens of the states with the
Heartland Collaborative

A number of activities were initiated to facilitate access to quality clinical genetic services. The
outcomes of those projects are summarized in the following:

B 100% of the states contributed to the Region 4 Laboratory Performance Priority project.

I Eight of the states genetics’ centers participated in Region 4’s Inborn Errors of Metabolism
Information System (IBEM-IS). Three of these centers have completed the IRB process and
submitted data during the 2009-2010 year.

B Missouri and Kansas used telehealth strategies to increase access to genetic services and NBS
follow-up specialty visits. There were a total of 323 completed visits.

E Implementing metabolic rounds using telehealth was initially identified as a strategy. It was
determined there was no interest in this activity, so currently it is dropped from the plan and
the use of telehealth for access to services was prioritized.
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Promoting Telehealth Strategies to Improve Access to Clinical Genetics

The Heartland Collaborative identified access to clinical genetics services as an ongoing concern in rural
Kansas. A pilot project was funded in October 2009 that would address this concern through adoption
of telehealth strategies at a regional hospital (Wesley Medical Center) in Wichita, Kansas. This was a
collaborative effort of the Heartland Collaborative, Wesley Medical Center, the University of Arkansas
Medical Center, and the Kansas University, Wichita School of Medicine. The first eight months of the
project focused on the establishment of the necessary infrastructure needed to implement a telehealth
clinic across state lines and organizations. The clinic began in June and as of August 2010 a total of 10
clinic sessions have served 31 genetics patients. The outpatient clinic scheduled through November.

Initially, the plan was to establish a telehealth site in the neonatal intensive care unit (NICU) in the
inpatient clinic at Wesley Medical Center. In the fall the hospital decided to expand the site to an
outpatient clinic with matching funds. The outpatient clinic was first ready for patients in June and in
July the NICU site was also available for consults. When a referral from the pediatric intensive care unit
(PICU) was made, it was discovered that patients could not be transferred across units, so consults could
not be made in the NICU. As a result the hospital will be expanding telehealth capacity to the pediatric
floors.

Evaluation of this project was completed through an interview of the genetic counselor who
coordinated the implementation of the project. The feedback has been very positive from the parents
that have participated in the clinic. Initially, parents were skeptical about participating in a telemedicine
opportunity, but once they experienced it, they “forgot they were talking to someone via television
rather than in person”. For those who have experienced both the in-person clinics, as well as the
telemedicine clinic, have noted that the outcomes for their children in terms of a diagnosis and follow-
up have been similar. Their primary reason for initially coming to the outpatient clinic was so they
would not have to travel the distance to the only other clinic in the state, which is in Kansas City.

What contributes to the success of the clinic?

I Having a genetic counselor on site was very helpful. The counselor helped families understand
the purpose of the assessment, complete some initial investigation, and preliminary lab work, as
well as do first level screening and address those issues within the privileges of the genetic
counselor. She is then available to do follow-up both with the family and the primary physician
and follow-up on any lab tests that need to be completed.

What were some of the lessons learned?

I Obtaining licensure and credentialing for the geneticist who was out-of-state took four months.
Without persistence, this process could have taken even longer. This needs to be considered
when implementing any new site. It was a cumbersome process that required daily support of
working through the appropriate agencies with extensive paperwork.

B Inadvertently the Internet Protocol IP address was changed, which caused a further delay
implementing the clinics. It took four major institutions, (e.g., hospital, vendor, etc.) to sort out
the problem, which took an additional 3 to 4 weeks to complete.

B The third issue was that they had no realization they could not transfer patients across units, but
rather needed to have the consultation occur on each of the units. This has limited the access
within the inpatient to only the NICU currently. This problem was resolved with the addition of
another telehealth consultation room on the pediatric floor.
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What were the successes?

I Parents quickly are at ease and view telehealth as a positive alternative to driving long distances
to access care.

B The geneticist was experienced in using this system so he was very comfortable providing
consultations via telemedicine and helped to put families at ease.

B Having a genetic counselor on site as a resource helped the families establish a relationship with
one of the team and made them feel more comfortable with the process and assist in the
follow-up.

I Telehealth options increased family access to services.

Genetics Education

Goal 2: Promote genetics education regarding resources, clinical and laboratory services, genetic
testing, teratogen services and facilitate integration of genetics education into curriculum of schools.

Utah MedHome Portal

Providers continue to have access to two posted modules, Prader-Willi syndrome and Medium Chain
Acyl-CoA Dehydrogernase Deficiency (MCADD). Work on this project will continue in 2010-2011.

Leadership Education in Neurodevelopmental and Related Disabilities) Project

Heartland Collaborative faculty and affiliates in Oklahoma and Arkansas interfaced with their LEND
programs in their respective state. Primary support included providing lectures at seminars and
attending LEND meetings.

Genomic Nursing in the Heartland Initiative

The purpose of the Genomic Nursing in the Heartland Initiative was to provide consultation to nursing
education programs to support their integration of genomics into the nursing curriculum. This
consultation will be provided to support undergraduate programs as they prepare for accreditation.
Three colleges/universities have been targeted for consultation including Briar Cliff College (Sioux City,
lowa), Creighton University (Omaha, Nebraska) and University of North Dakota (Grand Forks, North
Dakota). Consultation was initiated at Briar Cliff. In preparation for the first visit, Briar Cliff faculty
completed: 1) a self study, the Genomic Literacy Assessment Instrument (GLAI), to help faculty members
assess their own genetic literacy; 2) a self-study of the curriculum; and 3) a grid displaying current
course work and where genetics content could be infused. The one-day consultation was completed and
addressed: 1) information on the background and significance of integrating genetics into curricula;

2) models or example of how genetics/genomics is placed in curriculum; 3) faculty teaching resources;
and 4) faculty resources for acquiring skill/knowledge in genetics/genomics. As a result of the
consultation, course objectives and content was identified that needed to be integrated into exiting
course work and a work plan was established. Initial evaluation included an interview of the consultant
and faculty change agent on their reflections in the process.
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Findings:

I The timing and the content of this consultation was excellent and was described as very
beneficial to the faculty as they begin to work on their accreditation. The resources were very
helpful and the faculty has already ordered many of the resources to review as they begin to
plan the content for their courses.

I The self-assessment process was very helpful as it assisted faculty in identifying their own skills
and knowledge in this area and the related content they were already using in their courses.
This self-assessment helped them see this task of infusing genomics into their curriculum as
doable and not overwhelming. They recommend having faculty generate questions prior to the
visit to maximize the benefit of the consultation.

Family Financial Guide

Data from all of the Heartland states was collected and contracted staff will be finalizing the Resource
Guide in 2010-2011.

Infrastructure Support

Goal 3: Promote quality public health programs by establishing an infrastructure to facilitate
networking, education, information sharing, assessment, policy activities, program development and
evaluation within the region for the public health genetics programs.

Genetics Systems Assessment (GSA)

The GSA project was initiated to provide an assessment framework for states to review their delivery
system for NBS and genetics services. The GSA includes indicators of quality genetics services and
corresponding measures. Based on feedback from steering committee and expert panel members, the
metric for the assessment was completed. A poster regarding the GSA was presented in March at the
American College of Medical Genetics (ACMG) meeting. A pre-pilot in Hawaii and two pilots
(Washington and Maryland) will be completed in 2010-2011.

Newborn Screening Exchange

Five states (North Dakota, Kansas, South Dakota, Missouri and Arkansas) volunteered to participate in
an exchange to enhance their NBS processes in their state. Over the past two years all states completed
their exchange visit and their one year follow-up post data summary. The purpose of the exchange was
to provide information to states to improve their short-term follow-up (STFU) and/or long-term follow-
up (LTFU) programs. Evaluation of this exchange included completion of a subset of the Program
Evaluation and Assessment Scheme (PEAS) (completion by four states) pre- and post-visit and
information gathered during a focus group of participating state representatives.
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Findings:

Results of the PEAs- Subsection of STFU:
E The results of the pre-post PEAS assessments from four states found an overall increase in STFU
procedural steps (based on the

pre-post assessments using % of PEAS Items Completed: STFU
the PEAS).

I On average, states made a 9%
increase in procedures as a
result of the exchange.

Overall

Results of Focus Group:

E Information on follow-up
procedures and materials
helped states make
modifications to their 75 80 85 90
processes (e.g., developed %
web-site with resources for

M Post

M Pre

providers and families).

I Opportunities to network were reported as very valuable.

I Benefits were noted for both the sending and receiving states as they exchanged materials and
ideas.

NBS Back-Up Testing and Quality Assurance Project

The Heartland NBS Back-up Testing and Quality Assurance Project, a collaborative project of the State
Hygienic Laboratory at The University of lowa and Missouri Public Health Laboratory, was established in
response to a regional and national need for emergency preparedness for NBS laboratory services. The
nature of the disorders and the requirement for time critical interventions make it essential that
adequate and timely contingency backup services be available to prevent any interruption of routine
NBS laboratory services.

The goal for the third year of this ongoing project was to expand its work by completing fully functional
drills in Nebraska, Arkansas, Oklahoma and Kansas. In addition, Minnesota also participated in
reciprocal drills with both Missouri and lowa to further expand back-up coverage. These drills were
completed by utilizing the federally authorized Emergency Management Assistance Compact (EMAC).
The EMAC process imparts authorization and liability protections to serve as both the structure for
providing emergency backup NBS laboratory services as well as when conducting functional emergency
preparedness drills.

In order to prepare for the fully functional drills, lowa and Missouri completed planning with their
partner states through onsite visits and conference calls. During these visits, they developed procedures
to implement the plans for the drill, harmonized data management elements, resolved differences in
testing methods and ensured EMAC agreements between the states were in place. The drills took place
in April and May with 300-400 specimens per site being re-analyzed by the back-up lab. Overall the
drills were very successful. Although EMAC agreements are usually activated within a few hours of a
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declared mock emergency, one drill did not have the signed agreements completed until the second day
due to some delays in obtaining the authorized approvals and signatures required in the EMAC process.
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Findings:

F The project successfully demonstrated the ability to provide NBS emergency backup services for
all state NBS programs across the Heartland. The partner states now have the infrastructure
capacity in place to effectively use the labs In Missouri or lowa as a back-up in case of an
emergency.
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E EMAC process was successfully utilized to provide a
simple, reliable and legal structure under which to
conduct the drills and to ultimately count on for
addressing a true emergency.

B The back-up drill provided an opportunity to compare
pre-analytical, analytical and post analytical procedures

The Heartland
Collaborative is the first
region to have
established, validated

and findings. The drills demonstrated that MO and IA’s S Iaboratf)ry back-up
screening results were very similar to the home state’s procedures.m.place for
laboratory findings. all states within the

E  Work with Minnesota demonstrated that their lab could region. /
serve as a back-up to lowa and Missouri, as well as

receive back-up services from lowa and Missouri.

Lessons Learned:
I The Project needs to find resources to complete backup drills (in alternating years) to assure
continued preparedness for states in the Heartland Collaborative.
B The Heartland NBS Back-up Testing and Quality Assurance Project procedures have been refined
and validated and could be disseminated to other regions for replication.

Transition Project

This past year a work group has been spent planning in order to solidify recommendations for transition
activities in the Heartland Collaborative. Information was gathered from multiple sources to help guide
the work group’s recommendations for future work in this area by the Heartland Collaborative. It was
recommended that further information be gathered to inform the decision by distributing a survey to
states to identify their transition efforts. Based on the initial recommendations, it is anticipated that a
pilot project be funded that would:

I Establish a transition model that will build bridges with education and will be built upon medical
home models.

The timeline is for the transition work committee to have a final proposal to the HRCC by mid October.

Sarah Lawrence Scholarship Program

Each year, one scholarship is given to support an individual in the Heartland region to participate in the
Sarah Lawrence Public Health Genomics program. This strategy meets the Heartland Collaborative goal
to build a cadre of leaders/decision-makers who are educated in public health genomics and who are
positioned to use their new knowledge to effect change in their states. To date three individuals have
completed the course and the third is in the process of completing her project. Each participant
completes a Capstone project [e.g. in 2008 the capstone project was a collaborative work with the
Centers for Disease Control and Prevention (CDC) on mortality trends in a single gene disorder, tuberous
sclerosis complex (TSC)]. This project was evaluated based on a focus group interview of the
participants.

7|Page



Findings:

B The participants felt that overall the content of the program was valuable to them professionally
and the scholarship made it affordable. It was viewed as an opportunity to expand and
integrate their knowledge both in genetics and public health.

Participation in the program gave them more credibility professionally.

B The quality of the presenters was excellent and the content specifically in the area of genetics
was comprehension.

B The Capstone Project was viewed positively as it provided them an opportunity to implement a
project that was applicable to their work.

B The program could be strengthened by integrating the content of genetics and public health and
provide more information on public health. The emphasis of the modules was on genetics and
less on public health.

B The networking with faculty and other students was invaluable and continued after the

coursework was completed.

Dissemination of Information and Resources

The Heartland Collaborative used a variety of strategies to disseminate information including an E-
newsletter, list serve and web-site. The Heartland Collaborative updated its online searchable database.
A new system was implemented in Spring 2010 to monitor activity on the website.

Web Traffic Estimates from June 1, 2009 through May 31, 2010

Total Visits: 3,660
One-time Visitors: 1,996
Repeat Visitors: 1,664
Total Page Views: 11,376
Avg Page Views Per Visit: 3.11

An annual conference is sponsored each year to allow for educational opportunities and networking for
participants. Participants evaluated their satisfaction of the conference. In addition, Heartland partners
presented at national meetings.
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Participant Feedback on Heartland Annual Conference

Intend to Apply to Practice
Relevant Topics Chosen

Time to Address Regional Issues

Sufficent Time for Networking

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

B Strongly Agree H Agree Disagree

Findings:

I Seven poster sessions were presented at national meetings.

I The Heartland Regional Conference was rated positively. Comments suggested that the
networking was valuable and participants appreciated different learning formats, e.g., posters,
sessions, work group meetings. Suggested improvements included extending the time for round
table discussions and small group work.

I The results of the final quarter indicate the website was being used and that individuals were
staying on the site to review on average at least three pages.

Leadership Strategies

Goal 4: Provide leadership in the region and facilitate activities to promote access to quality clinical
genetic services, genetic testing, collaborative research, and public health programs for the citizens of
the states in the Heartland Collaborative.

The HRCC has implemented multiple strategies to communicate with Heartland Collaborative
stakeholders, e.g., website, work group meetings, annual conference and e-newsletters.
At the Heartland Annual conference the Advisory Board evaluated the extent of their collaboration
through the completion of the Working Together Survey. The results were as follows:

B Overall the Advisory Board rated their strengths as:

1) Members had good communications skills
2) There was a good liaison between HRCC and the home programs
3) There was a culture of trust and respect that allowed for sharing of ideas and feedback.
I An action plan was developed to improve practices. The following areas will be discussed and a
plan developed at the Advisory Board Meeting at the annual meeting in September.
1) Determine how and what decision will be made by the group.
2) Determine the scope of the work of the Collaborative.
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The Heartland Regional Coordinating Center (HRCC) through the direction of the University of Oklahoma
has provided the leadership for the Heartland Collaborative. The University of Oklahoma Health
Sciences Center initiated feedback from multiple sources, e.g., the Advisory Board, HRSA, to determine
future directions for leadership of the HRCC. Based on these multiple sources of information, the
leadership structure was modified which has resulted in the establishment of co-directors represented
from the University of Arkansas for Medical Sciences and the University of Oklahoma Health Sciences
Center. This leadership restructuring took place in the 2010-2011 fiscal year.

Summary of National Performance Measures: Comparison with National Data

The national evaluation was designed to (1) measure the progress being made by the RCs toward the
major goals of the initiative and (2) identify areas in which collaboration among and technical assistance
from RCs, the National Coordinating Center and HRSA could be helpful in moving the goals of the
initiative forward. The following summary represents ten (10) common outcome measures across seven
evaluation domains. Data presented below covers the period of December 12, 2008 through November
30, 2009. The following compares the results of Region 5 (Heartland) data on the performance
measures compared to the national average across RCs.

Outcome Measure Region 5 Results National Results
DOMAIN: IMPROVED CARE COORDINATION

Measure Al: Increase % of states with collaborations 87.5 % of states 66.7% of states and
facilitated by Regional Collaborative (RC) between PCPs and territories

specialty providers to improve care coordination.

Outcome Measure Region 5 Results National Results
DOMAIN: IMPROVED ACCESS
Measure Bl: Increase # of genetic services visits and NBS 292 visits 517 visits

follow-up specialty visits through distance strategies.

Outcome Measure Region 5 Results National Results

DOMAIN: IMPROVED EMERGENCY PREPAREDNESS/CONTINGENCY PLANNING

Measure C1: Increase % that have received current materials 75% of states 83% of states and

or assistance from the RC on emergency territories

preparedness/contingency planning for NBS and genetic

services.

Outcome Measure Region 5 Results National Results
DOMAIN: IMPROVED FOLLOW-UP OF CHILDREN IDENTIFIED WITH HERITABLE DISORDERS THROUGH NBS

Measure D1: Increase % of states that made recommendations 100% 98% of states and

on implementing the SACHDNC recommended NBS panel. territories

Measure E1*: Increase % of states with systems in place to track 100% 98% of state and

entry into clinical management for newborns who are diagnosed territories

with conditions mandated by their State-sponsored newborn
blood spot screening programs.
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Measure E2: Increase % of states with systems in place to 100% 65% of state and

track entry into clinical management for newborns who are territories
diagnosed with hearing loss.

Measure E3*: Increase % of states with a system to track 50% 13% of state and
receipt of clinical services and/or health outcomes for children territories

who are diagnosed with condition(s) by State-sponsored
newborn blood spot screening program.

*Performance Measures Reported Nationally by State

Outcome Measure Region 5 Results National Results
Measure F1*: Increase the NBS programs that disseminate 100% 96% of the states
“just-in-time/point-of care” information on specific heritable and territories

disorders to primary care providers.

Outcome Measure Region 5 Results National Results

Measure G1: Increase the % of Regional Collaboratives (RCs) 100% 86% of RCs
that have completed a regional genetic services plan.

Measure G2: Increase in the % of RCs that have reviewed Not updated in 71% of RCs
and/or updated their regional genetics services plan at least 2009-2010

every two years.

*Performance Measures Reported Nationally by State
Summary

The Heartland Genetics and Newborn Screening Collaborative actively engaged partners to increase
access to and improve the quality of genetic services in the region. The work was completed under the
leadership of the HRCC and the Heartland Advisory Board. The Heartland Collaborative invested in
training activities and technical assistance to build the capacity of health care providers, public health
professionals and family members. Research continued to be a high priority as states collaborated in
regional and national research projects. System capacity building was addressed through a number of
projects, ranging from piloting innovative practices to building a quality indicator assessment system.
Overall, the results indicated that the Heartland Collaborative has implemented a wide array of activities
that successfully addressed its overall project goals.
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Heartland Genetics and Newborn Screening Collaborative
Evaluation Plan — 2009 - 2010

Goals Strategies Implementation Evaluation Outcome Evaluation Outcome Evaluation Outcome
Measures Questions Measures Data
Collection
Timeline®
Clinical Genetic Services Collaborate with Region 4 on e Document # of states who e Ongoing
Laboratory Performance project contribute data to the project
1) Facilitate access to
quality clinical genetic Collaborate with Region 4 on e Document participation in the e Ongoing
services IBEM-IS project study and # of data entries
reimbursed
Promote use of telehealth e Document states use of telehealth e Ongoing

strategies for clinical genetics
Implement metabolic rounds using

clinical genetics
Document participants attending

Does the information support

e Survey of participants who

e Year6, 7, and

telehealth technology rounds and describe their providers in the treatment participate in forums 8
characteristics and management of clients in
their practice?
To what extent does it
increase knowledge of state
resources?
Do new inter-state systems
collaborations result from
participation?
Genetics Education Partner with Utah MedHome Portal | e Document completion of seven To what extent do the e Satisfaction survey tool e Beginning
to strengthen medical home diagnosis modules providers find the content completed by providers who Year 6
2) Promote genetics through education of primary care and format of the modules finish modules
education providers via web-based modules helpful?
Establish continuing education e Document # of providers that What percentage of e Completion of module e Beginning
credits (CME) and assessment complete modules (CME) providers who complete the knowledge assessments Year 6

requirements and identify
demographic data for future
evaluation analyses

Describe characteristics of
providers that completed the
modules

knowledge assessment meet
the set criteria?

! Year 6 is 06/01/2009 through 05/31/2010
Year 7 is 06/01/2010 through 05/31/2011
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Goals Strategies Implementation Evaluation Outcome Evaluation Outcome Evaluation Outcome
Measures Questions Measures Data
Collection
Timeline®
Identify strategies to promote 6 e Document awareness strategies to To what extent is the work Interviews of key e Year 6
2) Promote genetics regional LEND programs awareness promote Heartland with LEND between Heartland and LEND stakeholders from both
education (continued) of Heartland network programs collaborative? programs
Partner with LENDs to evaluate the e Document faculty and students
potential use of Diagnosis Modules who participated in collaborative
as a training option for LEND project and determine from them To what extent are the Completion of module e Year 6
Trainees usefulness of modules diagnosis modules a useful ratings by LEND faculty and
Investigate potential of presenting educational tool for LEND students
at Midwest LEND meeting in Fall students?
2009
Develop and disseminate a Family e Document completion of the Guide To what extent are the Survey of genetic nurses and e Year7
Financial Resource Guide e Document dissemination of the genetic nurses and counselors on the utility of
guide to stakeholders counselors using the Family the Financial Resource Guide
Financial Resource Guide
with families?
Create a partnership with the e Document partnership agreement To what extent do nurses in Number of courses passed by | e Year6
University of lowa to allow for with University of lowa the region complete the enrolled nurses
nurses to have access to University e Document number and online genetics course?
online genetic modules characteristics of the nurses who
enroll in the online genetic
modules
Infrastructure Support Genetics System Assessment (GSA) e GSA tool is established based on To what extent was the GSA Survey tool completed by e Year 6
tool developed scientific approach a helpful approach to pilot sites
3) Infrastructure to GSA tool piloted in two states e GSA tool is modified based on assessing a quality system?
facilitate networking feedback from pilot
e Document evidence review and
Delphi and pilot experiences in a To what extent do states in
manuscript the Heartland have quality
systems of care?
Newborn screening state programs o Site visit is completed To what extent did the site Pre-post analysis of PEAS e Years6-7

identify a partner for a NBS
program exchange and implement
a site visit

Agenda for the site visit is
submitted and approved by
Heartland

visit contribute to adoption
of or modification of a clinical
practice or system
procedure?

(post test at 12-month
follow-up)

e Interviews of stakeholders
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Goals Strategies Implementation Evaluation Outcome Evaluation Outcome Evaluation Outcome
Measures Questions Measures Data
Collection
Timeline®
The Heartland NBS Back-up Testing e Document completion of NBS Back- How effective was the Data from the NBS Back-up e Year 6-7
3) Infrastructure to and Quality Assurance Project up project drills implementation of the back- project sites with
facilitate networking complete drills with 2-3 states, e Document protocol and process of up system? comparative analysis of
implementing back-up system the EMAC procedures in a results from two sites
Implement one NBS workshop per manuscript
year related to NBS back-up project | e Document the # of states that To what extent was the Completion survey evaluating
process and regional laboratory could implement NBS Back-up workshop effective? effectiveness of the
harmonization project protocol workshop.
Establish links with FEMA and e Document contacts with FEMA and
HSEEP regarding NBS Back-up HSEEP
Project
Heartland provides resources on e Document # of posted resources on e Ongoing
website related to youth transition website
Heartland sponsors speakers to e Document # of awareness
increase network knowledge on activities, including # of states and
youth transition participants impacted
Heartland links state participants
who are interested in addressing
youth transition issues
Sarah Lawrence Scholarship is e Document selection of scholarship To what extent did Interview with participants e Ongoing
granted for one student per year to recipient and completion of course completion of the certificate at course completion and
obtain a Public Health Genomics e Document presentation of help the participant one year post course
Certificate Capstone project at annual contribute to the field? completion
conference
Leadership Strategies Implement evaluation plan e Document type and # of To what extent do the Focus group e Year 6
Disseminate educational resources participants per strategy leadership activities reflect Satisfaction survey on group e Ongoing

4) Provide leadership to
facilitate activities to
promote access to
quality clinical genetic
programs

using multiple strategies (i.e.,
website, e-newsletter, list serves,
meetings, conferences)

Contact Primary Care Associations
and Primary Care Offices
(PCA/PCO) in Heartland Region to
determine interest in being added
to e-newsletter mailing list

Post minutes of meetings
Document conference schedules
Document e-newsletter mailing list
subscribers

the priorities and needs of
the Heartland Collaborative?
What are the contributing
and inhibitory factors that
influence the success of the
Heartland Collaborative?

To what extent have the
Heartland Advisory Board
and Work Groups formed a
collaborative partnership?

meetings

Measure of collaborations
(i.e., Working Together, Tent
exercise)
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HSRA Common Outcome Measures with Links to the Heartland Evaluation Plan--January 2009

Domain

Outcome

Data Measure

Related Heartland Goal

>

Improved care coordination for
people with heritable disorders.

Increase in the percentage of states in the region
with collaborations facilitated by the regional
collaborative between PCPs and specialty providers
to improve care coordination for people with
heritable disorders.

# of States in the region

# of states with collaborations facilitated by regional
collaborative between PCPs and specialty

e Goal 1: Clinical Service

B. Improved access to genetic
services for people with
heritable disorders.

Increase in the # of genetic services visits provided to
people with or at risk for heritable disorders through
distance strategies implemented by the regional
collaborative.

# of genetic service visits provided to people with or at risk

for heritable disorders
Types of distance strategies employed

e Goal 1: Clinical Service

C. Development of regional
emergency backup systems for
NBS and genetic services.

Increase in the % of states in the region that have
received current materials or other assistance from
the RFC on developing back-up systems for NBS and
genetic services.

# of states in region that received current materials or
other assistance from the RC on developing back-up
systems for NBS and genetic services

List materials or assistance provided

e Goal 3: Infrastructure

D. Implementation of expanded
NBS.

Increase in the % of states in the region that have
evaluated and made recommendations on
implementing the ACHDGNC (Advisory Committee on
Heritable Disorders on Newborns and Children.

# of states that evaluated and made recommendation on
implementing the ACHDNC recommended NBS panel
List of states that implemented recommendations

e Goal 3: Infrastructure

E. Improved follow-up of children
identified with heritable
disorders through NBS.

Increase in the # of NBS follow-up specialty visits
provided to families through distance strategies
implemented by regional collaborative.

# of follow-up specialty visits provide to families through
distance strategies

Type of distance strategies employed # of visits per
strategy

e Goal 1: Clinical Service

E2. Increased in the % of state with systems in place to # of states with systems in place to track newborns who e Goal 3: Infrastructure
track entry into clinical management for newborns are diagnosed with conditions mandated by their State
who are diagnosed with conditions mandated by
their State sponsored NBS.
E3. Increase in the % in place to track hearing loss # of states with systems to track hearing loss e Goal 3: Infrastructure
E4. Increase in the % children who are diagnosed with # of states with systems in place to track receipt of clinical e Goal 1: Clinical Service

condition(s) mandated by their State-sponsored
newborn blood spot screening program

and/or hearing loss through their State-sponsored
newborn hearing screening programs.

services and outcomes

F1. Improved/expanded education
of PCPs about treatment of people
with heritable disorders and about
clinical genetic resources in region

Increase in the % of states in region whose NBS
programs disseminate “just-in-time/point-of-care”
information on specific heritable disorders to PCPS

# of states whose NBS disseminate information to PCPs

e Goal 2: Promote
genetics education

G1. Improved regional planning
around delivery of genetic services
to people with heritable disorders.

Completion of regional genetic services plan

Document if regional genetic services plan is completed

e Goal 4: Leadership
strategies
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