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1. Accomplishments and Barriers: provide a brief summary of overall project accomplishments during the reporting period, including any barriers to progress that have been encountered and strategies/steps taken to overcome them.
Accomplishments:
Improved Access to Genetic Services 

The Mountain States Regional Genetics Network (MSRGN) was funded to expand access to genetic services for underserved populations in Arizona, Colorado, Montana, Nevada, New Mexico, Texas, Utah, and Wyoming.  In the first year of this grant, we begun to address this goal with three successful initiatives: the Mapping Project, the Underserved Patient Populations Project (UPP), and the development of state teams.
Mapping Project

The Health Resources and Services Administration (HRSA) provides measures to identify underserved communities including Health Professional Shortage Areas (HPSAs).  Using data files cross-referencing HPSA designations by zip code, along with the HRSA-produced Area Health Resource File, we described community characteristics of MSRGN areas with or without HPSA designations.  In doing so, we identified community socio-demographic characteristics that result in barriers to the ability to access genetic services.  Our findings will be presented as a poster presentation at the upcoming APHA conference in San Diego.  This knowledge of underserved communities will facilitate identification of comprehensive approaches to improve access to care and promoting equity in the MSRGN.  
Simultaneously, we attempted to map the pediatric genetic services available in our region (state by state) with the distribution of patients seen at each clinic based on patient zip code data obtained over a six month period.  State maps were developed for each state as well as a regional map.  We got excellent participation from our regional providers missing only one clinic in all the states combined, except Texas.  These mapping projects complement each other in identifying barriers to care as well as availability of clinics.   

Underserved Patient Populations (UPP) Project 

As a complementary project, MSRGN launched the Underserved Patient Populations Project (UPP) in June 2017.  The primary goal of UPP was to identify barriers in accessing care at four initial sites.  The four sites were selected based on their unique populations, including large Hispanic or American Indian populations and rural communities with limited subspecialty care.  UPP focused on identifying barriers to care such that clinic and/or community-level interventions could be developed to address those barriers.  The UPP employed the Andersen Behavioral Model to guide identification of modifiable and non-modifiable factors that impact access to care.  An extensive literature review was conducted.  County-level demographic and socioeconomic data were extracted from data sources at the US Census Bureau, and data from HRSA were used to identify health system level resources available in each community.  In addition, interviews were conducted with families and consumers (8) and primary care providers (PCPs) (8) to gain a deeper understanding of local barriers to genetic services.

The UPP identified several barriers that, if addressed, could improve access to care for underserved populations in the mountain states.  Potential strategies include PCP education, a training manual for PCP staff, innovative use of social media to reach families, strengthening of family support networks, educational materials for explaining basic genetics, cultural competency resources, availability of resources on Medicaid and Title V benefits for families, use of a genetic hotline for families and PCPs, and telemedicine.  
This project has given us a road map for improving access to genetic services in four communities in the Mountain States and has resulted in targeted interventions for each of the four  communities.  Implementation over time may inform similar efforts in other communities.  This project will be presented as a poster presentation at the ACMG annual meeting in April.  
The State Team Model
To facilitate identification of specific underserved populations in each state and identify potential projects to address the recognized needs, we have implemented a model of state teams.  In this model, small teams are organized for each state, composed of volunteer providers (primary care and specialty), consumers, and public health professionals.  Most of the team members have been active members of MSRGN.However, this project has ascertained additional individuals eager to participate and engage.  A kick-off meeting was held in January, 2018 that reviewed the goals of MSRGN and allowed team members to meet,brainstorm and  begin to plan  individual projects that may be most productive to addressing the needs in their individual states.  A summary of meeting evaluations is available upon request. Subsequently, follow-up phone calls have occurred with each state team to further solidify project plans.  State team calls are planned to occur monthly.
Education

The projects noted above have begun to shape the plans for educational projects and outreach by MSRGN.  For example, the UPP project clearly identified a need for increased education to primary care providers (PCPs).  This has, thus, led MSRGN for begin to develop two main educational projects.  The first, a developmental delay algorithm,  will help direct PCPs in the initial genetic evaluation of a child with developmental delay.  It is widely acknowledged that the wait times for appointments with genetic services are extensive.  Hence, this algorithm will assist PCPs in getting an evaluation started while the family may be awaiting an appointment, make an earlier diagnosis, or determine no further evaluation is necessary.  Specialty providers and PCPs are engaged in the devopement of this  tool, with plans to  share with the National Coordinating Center’s (NCC) Educational workgroup.  This may be only the first in a number of similar algorithms for common reasons for referral to the geneticist.    Eventually, the algorithms and  supplemental information (tool kit for how to obtain insurance pre-authorization, available commercial and academic laboratories without endorsement) will  be housed on the MSRGN website for access by all.  
MSRGN has also been extensively investitating the regional availability of ECHO projects.  Nearly every state within our region has  an EHCO project but  with differnet formats and different target audiences.  It has become evident that ECHO is a valuable way to provide education to various audiences including PCPs, community health workers, public health nurses and professionals, and perhaps, even consumers.  The Colorado state team  plans to engage with Kaiser Permanente Colorado    on pediatrician genetics education as their target project; MSRGN will begin to focus a project ECHO with this emphasis, with plans to pilot with Kaiser Permanente and then the state  and possibly the region.   Meetings with Colorado Project ECHO staff  will fully determine topics of interest.  Pediatrician surveys may be necessary to determine the latter so that the focus of the educational intervention meets the needs of the pediatricians.  Similarly, we have begun to work with individuals in the Indian Health Service in Tuba City, Arizona to  plan a virtual PCP educational project and have explored the utility of educational outreach to WIC clinics and community health care worker.  

Finally, we continue to also focus on the education of consumers.  Through our conversations with providers in Tuba City, it has been reported that the majority of members of the Navajo Nation have smart phone and receive  their information via the cell phones (more so than TV or at home internet).  Thus, we have begun to design a social medic campaign focused on the Navajo Nation to increase genetic literacy.  We have discovered ways to target specific geographical regions with specific messaging from Facebook.  

Telehealth
As one of the specific target areas of this new grant, MSRGN has  focused on  the implementation and support of telehealth clinics.  Consequently, the Section of Genetics and Metabolism at the Children's Hospital Colorado(CHCO)/University of Colorado (the home institutions for Dr. Thomas), had an increased incentive to develop new telehealth clinics.  Telehealth clinics now occur monthly to both Durango and Grand Junction, CO and a telehealth clinic occurs monthly to one of five sites in Montana.  In addition, a contract has been negotiated to  begin telehealth clinics between CHCO  and the Tuba City Regional Health Care Coorporation (TCRHCC).  All telehealth clinics target rural and/or underserved populations.  Similarly, the University of Utah has entered into a pilot contract to provide routine telegenetics clinics to Wyoming.  MSRGN has  provided assistance for telehealth training tothe provider from Utah (Dr. Nicola Longo).    MSRGN has also worked with the Wyoming state team to develop evaluation tools to help measure the success and outcomes of the clinics.  
Barriers:

The most significant barrier MSRGN faced in the first year of this grant was the resignation this past fall of  project coordinator Marilyn Brown.  As anticipated, it then took several months to refill the position.  Ms. Annette Lara began in February and is quickly gaining knowledge about MSRGN and our projects.  In the interim, the management team and THI staff, but in particular Kristi Wees and Dr. Celia Kaye, shared responsibilities and the ongoing work, and projects continued with only limited interruption.  

We also faced the need to change our identified targeted population of El Paso to San Antonio, TX.  Our original plan was to work closely with Cook Children’s Medical Center in Fort Worth, TX to develop a stategy to address the underserved, largely Hispanic population, in El Paso, TX.  The expansion of services, largely via telehealth, that Cook planned did not occur and hence, they do not have a presence in El Paso.  Thus, we engaged the geneticists serving the San Antonio area to work with MRRGN to address the underserved Hispanic population in San Antonio.  
2. Goals and Objectives: describe progress on specific goals and objectives during the reporting period. 
Note:  The outcomes proposed for each of the activities listed below, as well as our measurement approach, can be found in Attachment 3
, the Work Plan and Logic Model of our 3-year competitive application for this cooperative agreement.  The location 

of outcomes and measurement approach in the Work Plan for each activity is noted below.
Goal 1: Link medically underserved populations to genetic services.
A. Establish state-based teams with representation from key stakeholders including providers, healthcare systems, public health and consumers.
State teams with broad stakeholder representation have been established for each state and are in the process of identifying projects and goals specific to their state.  Monthly calls are and will continue to be scheduled with each team, facilitated by MSRGN, to continue to work toward goals as they are identified.  The state teams are also identifying state specific information regarding clinics and resources to enable a rich collection of MSRGN website information.  
B. Engage genetics clinics in Texas, Colorado, and Montana.
As these were the targeted underserved populations as per the initial grant application, MSRGN specifically reached out to providers in these areas to explore increasing access to genetic services.  Subsequently, consistent telehealth clinics have been established in Colorado to Durango and Grand Junction and between  CHCO  and five sites in Montana.  MSRGN’s UPP project, as described above, also worked with providers and families/consumers in San Antonio, TX, Durango and Grand Junction, CO, and Tuba City, AZ.  MSRGN has also  engaged new providers, both speciality and primary care, as well as public health and consumers throughout the region for involvement in the state teams, algorithm review, UPP project, educational projects, and telehealth clinics.
C. Establish a relationship with Indian Health Services (IHS) in Arizona and New Mexico.
At the beginning of this grant cycle, MSRGN facilitated the negotiation of a clinical care contract between the  CHCO and  TCRHCC (part of IHS) to provide telegentics services to the Navajo reservation in Tuba City, AZ.  Quarterly  genetics clinics will  begin soon.  We hope the contract serves as a pilot for similar contracts to other IHS institutions.  Similarly, MSRGN facilitatied conversation between Dr. Abe Elias at Shodair Children’s Hospital in Helena, MT and Dr. Mark Carroll of the NARBHA Institute to explore ways to further facilitate care to the American Indian population in Montana.  
D. Identify other “high potential” opportunities (centers with outreach structures, community health centers, etc.) and prioritize opportunities based on improvement potential.
The UPP Project has been instrumental in targeting the activities of MRSGN to address the needs of  underserved populations.  Survey and interview results have directed the development of specific outreach strategies for each area,  but many are beneficial for the region as a whole (e.g. the PCP educational projects).  The targeted strategies have then led to the engagement of individuals within each community that have resources or new ideas to increase access.  For example, a conversation about regional neurology care led to a discussion of the role of public health nurses in regional and telehealth clinics and a subsequent, very productive, phone call with a public health nurse supervisor in Durango area.  She had great ideas of how families could access local public health services and how providers can be made aware of such services for the families they serve.  Thus, the developing and evolving network on involved individuals in the many MSRGN projects has a high potential for increasing sustainability of the projects and increasing the access to services.  In addition, the many project ECHOs within our regioan are a clear “high potential” opportunity especially as a means for provider education.  

E. Launch media campaign to increase awareness of MSRGN and establish interactive website.
MSRGN designed and implemented an entirely new website with a specific focus on increasing the interactionability and user friendliness of the site.  MSRGN members were asked to “beta-test” the site for feedback.  At the January meeting in Austin, a website “scavenger hunt” occurred which provided feedback for improvements on the site.  These updates are in progress.  The state teams have been tasked to help populate the individual state pages with useful resources for families and providers.  In particular, we have engaged with the National Genetics Education and Family Support Center to develop a document clarifying the many federal and states organizations that are funded to serve families, but over which much confusion exists on which organization serves which population based on which guidelines.  This will be a key resource for families once posted on the MSRGN website.  
Goal 2: Implement QI activities to increase the connection with genetic services for the medically underserved.
A. Establish MSRGN QI team to include MSRGN project evaluator, Liza Creel, PhD and Kathryn Hassell, MD, Co-Project Director, with consultative support from Chuck Norlin, MD, Director of UPIQ, a state-wide primary care quality improvement network in Utah.
The QI team as noted above has been established and Dr. Hassell has been conversing with Dr. Marcy Sontag, who is directing the NCC QI activities.  Many of the current MSRGN projects have components of QI included in their development.  In particular, the UPP Project serves nicely as the baseline analysis on which inventions can be implemented and outcomes consequently measured.
  Similarly, the MSRGN evaluator, Dr. Liza Creel, will be providing evaluation support to Wyoming Department of Health, as it establishs telegenetics services provided by University of Utah.  MSRGN has also shared resources, including survey instruments, with Shodair Children’s Hospital in Helena, MT, to guide development of their needs assessement.  The assessment will target PCPs across the state to determine needs regarding making appropriate referrals into genetics.

B. Participate in National Coordinating Center (NCC) in-person and virtual QI training activities. 
The NCC has planned an upcoming in-person QI training activity next month.  Two members of MSRGN, our evaluator, Dr. Liza Creel, and the program coordinator, Annette Lara, will be attending.  
C. Partner with the region’s state-based primary care QI networks, members of National Improvement Partnership Network in Utah, Arizona, and New Mexico, to employ QI methodologies to dissemination of genetics education and decisions support tools in primary care practices.
As noted above, the MSRGN is currently developing an algorithm for the evaluation of developmental delays focused to primary care providers.  If this is successfully developed and acknowledged as useful within our region, plans are to broadly disseminate, via the NCC and possibly the 7 mountain state AAP and AAFP chapters, to regional and national primary care providers.  It will also be posted on the MSRGN website and possibly the Medical Home Portal of UPIQ in Utah.  Similarly, we will begin with a local application of a project ECHO with plans for wider dissemination within our region and possibly more broadly.  

D. Participate in identified national QI projects as determined by the NCC, anticipating an initial focus on telegenetics.
We continue to await direction from the NCC on the identification of a national QI project.  
E. Provide technical assistance for the application QI activities for projects conducted within the MSRGN including the expansion of telehealth services.
The MSRGN evaluator, Dr. Liza Creel, has been working directly with the Wyoming Department of Health in the development of assessment tools for the implementation of telehealth clinics to Wyoming from the University of Utah.  We have also investigated possible consumer survey tools to assess satisfaction of telehealth clinics to be utilized in clinic in Colorado and Montana.  
Goal 3: Implement evidence-based innovative models of telehealth and/or telemedicine with a focus on clinical genetics outreach.
A. In collaboration with the Telehealth Resource Centers within the region, offer training for providers including in-person training sessions at the annual Genetics Summit.
Due to initial budget concerns, the MSGRN Genetics Summit was moved to early Year 2.  We continue to plan for a half-day telegenetics training for providers, doing so in collaboration with our regional Telehealth Resource Centers.  

B. Funding of high priority training opportunities, traveling up to 5 genetics providers/year to in-person telegenetics training in Heartland RGN and Western States RGN.

 MSRGN funded Dr. Nicola Longo, a clinical geneticist from University of Utah, to attend the Heartland sponsored telehealth provider training.  This occurred to support the implementation of telehealth clinics in Wyoming staffed by Dr. Longo from Utah.  Notably, in the last year of the previous grant cycle, MSGRC funded training for six physicians and genetic counselors, half of whom staff the newly established regional telehealth clinics in Colorado.  MSRGN will also plan to facilitate training of the physician involved with the new Tuba City telehealth clinic.   

C. Develop telehealth training curriculum for metabolic dietitians (in conjunction with Metabolic University).
Metabolic University is a national conference which occurs twice yearly in Denver, CO.  The focus of the conference is to educate primarily registered dietitians on inborn errors of metabolism.  The conference is organized and directed by Professor Laurie Bernstein, at the University of Colorado.  She is willing and excited to add telehealth to the curriculum of the conference.  Early conversations have occurred to add this topic to upcoming conferences, the next of which occurs in September, 2018.  Curriculum development will occur in Year 2.
Goal 4: To increase healthcare access, we propose to provide resources to genetic services providers, public health officials, and families.  
A. Expand MSRGN websites to become interactive and warehouse educational materials, tools, and links to other resources to be used by providers, consumers and public health professionals.
MSRGN has completely reworked and expanded our website to include interactive maps and state specific resources as well as specific resources divided for families and professionals (https://www.mountainstatesgenetics.org).  The goal is to populate each state page with resources for families and professionals.  This is one of the directives given to each state team.  Also, links to national organizations with additional resources will continue to be expanded.  The webpage also serves as the primary depot of information for MSRGN activities including the PD newsletter, conference information and presentations, meeting abstracts, publications, current and past projects, and an MSRGN calendar of events.  The website will continue to be updated and refined throughout the grant cycle.  
B. Use state-based teams to link resources from all key sectors within each state to facilitate awareness of programs available to individuals and families.
One of the primary directives given to the state teams is to identify public health resources for which many families with genetic conditions could qualify  and of which many PCPs and genetic providers have poor awareness.  Consequently, we have strongly emphasized a broad representation of members on each state team to include, if possible, public health professionals that work in public health programs such as HCP programs, Title V, Family 2 Family/Family Voices, etc.  We have also encouraged the participation of knowledgeable consumers who have previously navigated this information for themselves or others.  This combination of stakeholders, with the addition of both primary care providers and specialty care providers, has built strong and effective state teams.  MSRGN will continue to faciltitate state team activities with the identification of potential new members and the scheduling of monthly calls for each state team.
C. Hold annual Genetics Summit with broad attendee representation to multiple stakeholders.
The premier MSRGN education and networking event is called the Genetics Summit.  Although originally anticipated to occur annually in each year of the grant cycle, the first Summit has been pushed into Year 2 given the uncertainty of complete funding at the beginning of the cycle.  Planning for the first Summit is currently underway.  We are hoping to partner with the Texas Department of State Health Services to offer a  full day of continuing education programming in conjunction with the Genetics Summit.  The goal is to make the Genetics Summit the premier regional genetics educational event with CME/CEU offerings and diverse topics in order to reach a board range of genetic and public health professionals, primary care providers, and consumers.  Half day telegenetics training is also planned in collaboration with the regional Telehealth Resource Centers.  The Genetics Summit will also serve as the venue for state team meetings and consumer and professional networking (including continuation of the hemaglobinopathies SIG and the Metabolic Consortium).
D. Partner with state AAP an AAFP chapters to disseminate educational materials and newsletters to primary care providers.
This will be a targeted objective for Years 2 and 3 especially following the successful development of educational algorithms that will be of interest to the board membership of the regional AAP and AAFP chapters.  Similarly, if our pilot ECHO projects are successful, advertisement for ongoing ECHO projects will occur though collaboration with the regional AAP and AAFP chapters.  We will also explore the possibility of having the MSRGN PD newsletter posted to chapter members.  

E. Identify new primary care network partners and promote use of the Medical Home Portal.
With the UPP Project, we have identified PCPs within the targeted sites (e.g. Durango, Grand Junction, CO; Tuba City, AZ; San Antonio, TX) that have helped to identify the local needs and are now helping to implement the prioritized strategies.  In addition, the development of the developmental delay algorithm has been a collaborative effort between providers of primary care and providers of genetic services with wonderful insight from both groups.  Revisions of this algorithm are currently underway and will soon be again presented to the larger, combined group for additional feedback.  If successfully developed, the algorithm will be posted or linked to multiple websites including the Medical Home Portal.  Dr. Chuck Norlin has also requested the help of MSRGN members in reviewing and updating current Medical Home Portal information.
F. Develop Project Echo presentation on common reasons for genetic evaluation.
Throughout this first year, MSRGN has explored the various ECHO projects within the region.  Nearly every state appears to have a project each with a different educational focus and target audience.  MSRGN has attempted to gather information of the ongoing projects within each state to help determine the next steps in pursuit of a possible regional Echo project.  We have made some broad assumptions as to what possible topics might be important to various groups, but this should be explored more systematically.  Kaiser Permanente of Colorado may have some information from its members regarding topics of interest as may The Children's Hospital Colorado Physicians Relations Office.  The CO state team has reached out to CHCO Physicians Relations Office and they appear to be very interested in helping MSRGN develop either focus groups or surveys of primary care physicians regarding their CME needs on genetics issues.  The office has a monthly newsletter that could be used or in person visits to large practices in the metro area.  They also volunteered to help with the development of ECHO modules which can be accredited for CME and are willing to pilot an "ECHO Lite" presentation that is a one time broadcast that might be helpful for those who do not want to commit to a several session series.  In addition, MSRGN has had several conversations with members of the CO ECHO management team and they seem similarily willing to help with all the above as well.  A meeting with all possible stakeholder will be arranged in the near future to begin the planning stage of a productive project.  A metro Denver CO project will likely be the pilot project for a larger state or regional project.  
G. Work closely with NCC and National Genetics Education and Family Resource Center (NGEFRC) to develop new educational materials and promote family/consumer engagement.
Each member of the MSRGN management team is assigned to a least one NCC workgroup and Dr. Celia Kaye, MSRGN consultant, is the chair NCC Education workgroup.  As noted previously, it is the goal of MSRGN to be able to regionally and nationally disseminate any educational materials developed during this grant cycle.  The NCC Education workgroup would be the planned modality to do so and to gain national acceptance of the information developed.  Similarly, resources between MSRGN and the NGEFRC will be shared.  MSRGN does not want to redevelop resources readily available from other sources, but rather desires to link websites and resources to our new webpage.  Notably, we have had two phone calls with the NGEFRC to begin collarboration to more clearly define the roles of state and federally funded organization available to help families.  These organizations tend to have similar names, (e.g., Family to Family and Family Voices) and may be known by different names in each state.  Great confusion exists among families and providers regarding what each organization can provide and which organization is appropriate for which family need.  The NGEFRC  drafted an explanation of the various organizations and MSRGN has provided feedback for further clarification.  
3. Significant Changes: describe any significant approved changes to the project that occurred during the reporting period, including changes to: key personnel (biographical sketches
 must be uploaded as an attachment), contract or subcontract, methodology for achieving goals and objectives, or financial resources. Describe why the change was made and the impact the change had on the project’s goals, objectives, and timeframes.

Marilyn Brown, MSRGN Project Manager, resigned to accept another position this past fall.  During the recruitment time of her successor, project management responsibilities were taken on by Kristi Wees, Social Media Coordinator, with assistance from Celia Kaye, MSRGN Consultant.  Because of the project management model includes twice monthly calls of the entire management team (project directors, project manager, social media coordinator, consultant, THI leadership) and because of the close collaboration of management team members, no momentum was lost.  Ms. Annette Lara was recruited to the project manager position effective January 29, 2018.  In addition, Camille Miller, CEO of Texas Health Institute (THI), retired effective September 16, 2017, Mr. Ankit Sanghavi became the interim Executive Director and subsequently the permanent Executive Director of THI and has consequently assumed all the roles previously filled by Ms. Miller.  Once again, this change resulted in little to no disruption of MSRGN.  No significant changes have occurred in any other area.  

4.  Plans for Upcoming Budget Year: discuss your project plan for the coming budget year. Provide a detailed statement of the milestones or progress toward the outcome objectives planned for the period for which continuation funds are being sought and a description of the process objectives and activities that will be undertaken to achieve those milestones.  Discuss any modifications to the approved project plan, which includes changes to goals and/or objectives, for the coming year.  Note, a request for change to the approved project plan must be submitted separately from the NCC Progress Report using EHBs “Prior Approval.” 
The objectives and activities listed under each Goal are consistent with the specific process objectives and activities contained in the MSRGN Work Plan submitted with our application for this 3-year cooperative agreement.  Progress toward each of the objectives will be monitored using the outcomes and methodologies contained in the Work Plan (Attachment 3).   

Goal 1: Link medically underserved populations to genetic services.
1. State teams will review state clinic maps on the MSRGN website to ensure completeness and accuracy.
2. State teams will review materials and outcomes from Underserved Patient Populations Project.
3. State teams will identify underserved communities within each state,  recommend sites for intervention in years 2 and 3, and propose specific strategies and projects to address identified needs.
4. State teams will review the information on state F2F and other state-based advocacy programs and post on their state websites as appropriate.
5. Monthly calls will be scheduled with teams for updates; state teams will attend Genetics Summit in summer, 2018.
6. Management team and steering committee will review state team recommendations and initiate other intervention projects in states as resources permit.

7. Projects initiated through the year 1 Underserved Patient Populations Project (UPP) will be continued.  These include the developmental delay evaluation algorithm; the PCP genetic testing staff manual; the Medicaid waiver information sheets for states; 

the telegenetics clinic in Tuba City, AZ; the genetics glossary for Navajo families; and educational materials for telegenetics clinics in Montana. 
8. MSRGN will monitor patient activity in participating clinics and collect zip code and other demographic data.
9. MSRGN will facilitate initiation of telegenetics services according to contract between CHCO and TCRHCC. 
10. Telegenetics services will begin in Tuba City, AZ in Year 2.
11. MSRGN will monitor telegenetics clinic patient activity and collect data.
12. MSRGN will work with the TeleBehavioral Health Center of Excellence, Division of Clinical Quality, Indian Health Services to complete and deliver an educational program for primary care pediatricians on the Tuba City Navajo Reservation.
13. MSRGN will develop social media materials for Navajo families, including a genetics glossary, to encourage adherence to recommendations regarding genetic evaluation and testing.
14. MSRGN will compile a list of Federally Qualified Health Centers (FQHCs) in each state and develop a strategy for engagement of the FQHCs in efforts to improve access to genetic services, to be considered for implementation in year 3
15. MSRGN will implement improvements to interactive website as suggested by stakeholders.
16. MSRGN will work with National Genetics Education and Family Support Center (NGEFSC) to finalize reference guide to state-based advocacy organizations, to provide guidance on MSRGN website to consumers for each of the Mountain States. 
Goal 2: Implement QI activities to increase the connection with genetic services for the medically underserved.

1. MSRGN QI team will use materials and skills gained at the April, 2018 NCC QI workgroup meeting to plan and implement QI activities in the mountain states region.
2. MSRGN will partner with the region’s state-based primary care QI networks and members of national telehealth organizations to identify methodologies for dissemination of genetics education and decision support tools in primary care practices, as appropriate based on QI plans developed in cooperation with NCC. 
3. Once identified by the NCC, MSRGN will design and implement appropriate QI projects.

4. The MSRGN evaluation team will continue to collect data for national performance objectives and measures, as well as collect data on region-specific outcomes.

5. MSRGN will continue to provide TA to Wyoming Department of Health, in conjunction with SWTRC, on the establishment of telegenetics service to be provided by University of Utah, beginning in 2018.

Goal 3: Implement evidence-based innovative models of telegentics and/or telemedicine with a focus on clinical genetics outreach.
1. MSRGN will work with the regional Telehealth Resource Centers to offer training for providers at an on-site half-day telegenetics training at the annual Genetics Summit to occur in Years 2 and 3.

2. MSRGN will continue to identify regional providers interested in establishing telehealth clinics and will offer training to those individuals. 
3. MSRGN will offer technical assistance to programs seeking to start telegenetics services as requested, including referals to appropriate Telehealth Resource Center and trainings offered by the WSRGN and Heartland RGN.

4. MSRGN will develop telehealth training curriculum for metabolic dietitians in conjunction with Metabolic University, to be implemented in year 2.

5. MSRGN will continue development of educational tools for PCPs on the Navajo Reservation in Tuba City to enhance appropriate genetics referrals to the telegenetics clinic.

6. MSRGN will complete and launch social media tools for genetics education of Navajo families.

7. MSRGN will work with genetics providers, primary care providers, and public health nurses in Durango and Grand Junction, CO to finalize and launch materials for primary care providers and families to improve efficiencies in genetics referrals, patient management, and genetic literacy of families (e.g. Medicaid waiver information, developmental delay evaluation algorithm); MSRGN will monitor patient activity in telegenetics clinics and collect zip code and other demographic data.

8. MSRGN will work with telegenetics providers in Montana to distribute educational materials to primary care providers in the state.

Goal 4: To increase healthcare access, we propose to provide resources to genetic services providers, public health officials, and families.  

1. In Years 2 and 3, we will continue to expand the MSRGN website with educational information and materials, resources, and information targeted to our varied stakeholders. 
2. State teams will continue to populate and review their state specific information and clinic maps to ensure ongoing completeness and accuracy.  
3. MSRGN will continue to support the state-based teams as they identify specific underserved populations within their state and propose strategies and projects to address the identified needs. 
4. The state teams will continue to identify important resources for families and provides to post or link on the MSRGN webstie. 
5. The first Genetics Summit is planned for early Year 2 with a second Summit planned for Year 3.
6. MSRGN will continue to collaborate with Texas Department of State Health Services to be able to offer a  full day of continuing education programming to facilitate attendance by professionals.
7. In conjunction with regional Telehealth Resource Centers, we will offer a half day in-person, hands-on telegenetics training to interested professionals.
8. Meetings of state teams and steering committee as well as the hemoglobinopathies SIG and the metabolic consortium will be held at Genetics Summit.
9. Professional and consumer networking opportunities will be highlighted.
10. The MSRGN evaluation team will conduct in-person key informant interviews at the 2018 Genetics Summit as a way of engaging stakeholders around the new MSRGN structure, approach, and goals.
11. MSRGN will finalize the developmental delay evaluation algorithm for primary care providers and utilize the NCC and partnerships with the state chapters of the AAP and AAFP to disseminate to their membership.
12. MSRGN will investigate an agreement with the state AAP and AAFP chapters to disseminate a newsletter or the MSRGN PD message to their members. 
13. MSRGN will work with the TeleBehavioral Health Center of Excellence, Division of Clinical Quality, Indian Health Services to complete and deliver an educational program for primary care pediatricians on the Tuba City Navajo Reservation.
14. MSRGN will work with genetics providers, primary care providers, and public health nurses in Durango and Grand Junction, CO to finalize and launch materials for primary care providers and families to improve efficiencies in genetics referrals, patient management, and genetic literacy of families (e.g. Medicaid waiver information, developmental delay evaluation algorithm).

15. MSRGN will collaborate with Children's Hospital Colorado Physicians Relations office, the Colorado ECHO project, and Kaiser Permanente Pediatrics Department to assess the genetic educational needs of primary care providers and develp a pilot ECHO project that may lead to a more broadly targeted regional ECHO project in Year 3.
16. MSRGN will continue to gather information on the ongoing ECHO projects in the region to help determine the next steps in pursuit of a possible regional ECHO project including varied audiences, such as community health care works or public health nurses. 
17. Celia Kaye chairs the NCC Genetics and Genomics Education Workgroup.  
18. MSRGN will  connect MSRGN participants to national workgroups (Wyoming with Telegentics) and people from other regions working on similar areas. 
19. MSRGN will continue to work with the National Genetics Education and Family Support Center (NGEFSC) on a reference guide to family-led advocacy organization, to provide guidance on MSRGN  website to consumers for each of the Mountain States. 

These activities address Program Requirements 2, 3, 4, 5, 6, 7, 9, 10, 11, and 14.
5. Additional program specific narrative text.  
A. Describe accomplishments on required data collection, data analysis, and reporting for your specific grant; and any issues.
The MSRGN has contracted with Dr. Liza Creel at the University of Louisville School of Public Health and Information Sciences to conduct the MSRGN evaluation.  The MSRGN program evaluation consists of data collection to measure progress toward the HRSA required performance measures and the NCC developed national performance measures, as well as other outcomes identified within the region as priorities (e.g. stakeholder engagement).  Specific progress in terms of evaluation includes monthly participation in NCC Evaluation and Data Collection Workgroup; active response to each NCC request regarding evaluation, including completing the crosswalk and providing timely feedback on performance measure drafts and the data defintions; development of internal evaluation matrix to map performance objectives and measures with MSRGN workplan and specific activities; preparation of an IRB protocol to ensure proper data collection, storage, and use; initiating conversations with regional stakeholders regarding data collection, including a presentation at the January State Teams meeting; and providing technical assistance on evaluation measures and instruments to Wyoming as they implement a new telegenetics program in the state.  In addition, the instruments for the regional stakeholder surveys are currently being drafted.  While there are no specific data collection issues to report, the MSRGN does recognize and has reported officially to NCC/HRSA that data collection for the national performance measures may vary depending on the clinic and the data sharing restrictions a clinic may have in place.  The MSRGN evaluation team is working with clinic partners individually to determine the extent to which they can provide individual-level data and which data elements are available.
B. Discuss successes or barriers in collaboration with the National Coordinating Center (NCC) for RGNs on data collection for national reporting.
Collaboration with the NCC around data collection for national reporting has been largely successful.  The NCC leadership clearly regognizes regional differences and has made every effort to accommodate regional needs.  As the RedCap system for data submission is further developed, MSRGN is committed to providing feedback and input on the process and on analytic strategies. 
C. Address successes and concerns on participation in NCC Workgroups.
MSRGN has appointed regional representatives to each of the NCC workgroups.  Celia Kaye chairs the Genetics and Genomics Education workgroup.  The NCC Telegenetics workgroup has been very active and has assisted MSRGN in providing technical assistance to Wyoming.  The Data and Evaluation workgroup has been very active and has provided a responsive forum for sharing concerns and solutions regarding data collection.  The Quality Improvement workgroup and the Genetics and Genomics Education workgroup have begun their activities recently, and we look forward to collaborating with the other regions by means of these workgroups.  No barriers have been identified.
D. Address collaboration with the National Genetics Education and Family Support Center on project activities - accomplishments and/or barriers.

MSRGN has worked with NGEFSC on development of an educational document for states to clarify the relationships between various state-based advocacy groups.  This is an important tool for our region, and we look forward to the completion of this document. In addition, NGEFSC has facilitated the interaction of MSRGN and the Heartland RGN on development of materials for outreach to Hispanic families.  No barriers have been identified.
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	Program Requirement 1: Establish a steering committee of diverse stakeholders that will provide guidance on meeting regional needs.  

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Recruit from existing MSGRC membership and other partners to form a steering committee of diverse backgrounds (clinical, consumer, public health).
	MSGRN staff
	Y1
	1. Steering committee established.

2. New members added as needed.

3. Quarterly meetings occur.


	Engaged steering committee that provides ongoing guidance on meeting regional needs.
	1. Review steering committee roster.

2. Review steering committee meeting minutes/reports

3. Assess perceptions with annual stakeholder surveys/interviews, to include interviews with members of the steering committee.

	Continue to identify steering committee members in following years to increase diversity and state representation.
	MSGRN staff, steering committee
	Y1-Y3
	
	
	

	Steering committee meets in-person at annual Genetics Summit and via remote technologies.
	MSGRN staff, steering committee
	Y1-Y3
	
	
	


	Program Requirement 2: Develop a web-based resource for primary care providers, public health professionals, and families for the region.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach 

	Description
	Responsible partner
	Timeline
	
	
	

	MSGRN will contract with a web designer in year 1 to update the current MSGRC website to a new, more interactive website with designated resources sections for each of the main populations who we intend to serve.
	MSGRN staff, social media coordinator, web designer 
	Y1
	1. New interactive website is designed and running with desired links and resources. 

2. Review group identified and review completed.

3. Revised website design approved my MSRGN leadership.

4. MSRGN website launched.

5. MSRGN website updates maintained regularly.

6. Number of website and Facebook visits increased
	MSRGN website offers resources to primary care providers, public health professionals, and families within the region.
	1. Document hiring of web designer.

2. Review report of stakeholder feedback.

3. Document launch of website.

4. Log of updates sent to web designer with date update performed.

5. Counts of website and Facebook hits.

6. Increase in number of Facebook followers.

	Review group of stakeholders (clinicians, public health partners, and consumers) will be convened prior to launch of website to provide feedback and critical review.
	MSGRN staff stakeholder group
	Y1
	
	
	

	Current MSGRC Facebook will be rebranded to MSGRN, complete a twelve month campaign target to families and PCPs, and increase followers.
	MSGRN staff 
	Y1-Y3
	
	
	


	Program Requirement 3: Implement strategic plan to identify and link the underserved populations within each state of the MSGRN to genetic service provider.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	State based teams will be formed with leaders in all areas (clinical, public health, consumer advocacy) that can identify the needs specific to each state.
	MSGRN staff, steering committee, genetics clinics
	Y1
	1. Three to four member state based teams identified in each of the eight states.

2. Teams meet quarterly and begin to assemble state specific resources and identify specific state based needs including underserved populations.  

3. Genetics clinics participate in state team and in MSRGN activities and data collection.
	Improved linkages between underserved populations and genetic services providers in the region.

 

 

 
	1. Review rosters of state team members.

2. Document meetings of state teams.

3. Count # of underserved populations served by genetic services providers in the region.

	MSGRN will partner with clinics in the region to serve underserved populations that have been identified in each state.
	MSGRN staff and stakeholder group
	Y1
	
	
	

	MSGRN will expand successes from Year 1 with the ultimate goal of establishing relationships with all clinics in the region to better serve the underserved populations in their catchment areas. 
	MSGRN staff 
	Y2-Y3
	
	
	


	Program Requirement 4: Disseminate educational resources for primary care providers that increase their ability to use genetics in their practice in coordination with the National Coordinating Center (NCC).

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Disseminate educational materials developed in coordination with NCC through AAP and AAFP state chapters in our region.
	MSGRN staff and partners
	Y1-Y3
	1. Regional representatives assist NCC to develop educational materials for primary care providers including an ECHO project learning module.

2. Educational resources distributed to regional membership of state AAP and AAFP chapters and via NIPN partners.

3. Engage primary care providers in MSGRN including broad provider invite to the Genetics Summit.

4. State-based teams to engage primary providers to identify state specific needs.
	Primary care providers in the region have access to more resources that may increase their availability to use genetics in their practice.

 

 

 
	1. Count new resources added to MSRGN website, and disseminated through primary care partners.

2. Counts of website and Facebook hits on pages/posts specific to primary care practice.

3. Assess stakeholder perceptions with annual stakeholder surveys/interviews.

4. Count primary care provider attendance at the Genetics Summit.

	Identify new primary care network partners such as Utah Pediatric Partnership to Improve Healthcare Quality (UPIQ), Envision New Mexico, and Arizona’s Best Care for Kids and link to QI activities of these networks.
	MSGRN staff and stakeholder group
	Y1-3
	
	
	

	Promote the use of the Medical Home Portal (medicalhomeportal.org) through the MSGRN website and other media.
	MSGRN staff 
	Y1-Y3
	
	
	

	Develop additional strategies for outreach to PCPs and optimize interaction between PCPs and specialists through efforts such as state-based team meetings.
	MSGRC staff and state based teams
	Y1-Y3
	
	
	

	Program Requirement 5: Establish partnerships with regional genetic centers, health systems, and public health to coordinate access to genetic services for underserved populations.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Engage participating clinics from the past MSGRC Metabolic Consortium and engage new clinics identified through the MSGRC Mapping Project.
	MSGRN staff

web designer 
	Y1
	1. Broader genetic provider and primary care provider representation within the membership of MSGRN.

2. Formal engagement of the IHS (MOU) and community resource workers.

3. Large representation of providers at Genetics Summit.

4. Clinic partners submit aggregate data on patient appointments annually.
	Genetic clinics in the region are actively engaged in MSRGN and participate in MSRGN activities aiming to improve access to genetic services for underserved populations.
	1. Review membership rosters of MSRGN steering committee, workgroup, and state teams.

2. Review participation records of MSRGN educational opportunities.

3. Count # of underserved populations served by genetic services providers in the region.

4. Assess stakeholders perceptions with annual stakeholder surveys/interviews.

	Develop relationship with Indian Health Service in Arizona and New Mexico as well as their community resource workers.
	MSGRN staff
	Y1-Y3
	
	
	

	Increase engagement of primary care providers and public health nurses throughout the region via media campaign.
	MSGRN staff social media coordinator
	Y1-3
	
	
	

	Annual Genetics Summit to provide educational and networking opportunities for specialty and primary care providers.
	MSGRN staff 
	Y1-Y3
	
	
	

	Data on patient appointments facilitated through MSGRN will be collected by partnering clinics  
	MSGRN partnered clinics
	Y1-Y3
	
	
	


	Program Requirement 6: Provide technical assistance (TA) to PCPs and other specialists on various technologies (telehealth/telemedicine, mobile health [mhealth]) to improve practice efficiencies and to better reach underserved populations.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Provision of telegenetics training through establishing training program such as the Heartland and Western States Regional Networks.
	MSGRN, other RGNs 
	Y1-Y3
	1. Regional providers attend established training sessions.

2. RD telehealth training curriculum developed for Metabolic University.  

3. Telehealth educational session at Genetics Summit.
	Improved resources available for genetic clinics to establish telegenetics programs and reach underserved populations.

 
	1. Count number of genetic clinics offering telegenetics.

2. Count number of underserved populations receiving services through telegenetics.

3. Count number of participants in training opportunities.

	Development of MSGRN facilitated training program targeted at metabolic dieticians via Metabolic University.
	MSGRN staff, Children’s Colorado Hospital
	Y1-Y3
	
	
	

	Work with regional Telehealth Resource Centers to develop educational curriculum for Genetics Summit including program implementation logistics, hands on training, and peer to peer interactions. 
	MSGRN staff, clinicians, steering committee 
	Y1-Y3
	
	
	


	Program Requirement 7: Facilitate telemedicine and telehealth outreach services within the region.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	MSGRN will build relationships with the three regional Telehealth Resource Centers in the mountain region (TexLa, Southwest, Northwest).
	MSGRN staff and regional TRCs 
	Y1-Y3
	1. Telehealth Resource Centers provide educational resources and training of genetic and primary care providers, including participation at the Genetics Summit and via curriculum development for the Genetics Summit.

2. Increase in the number of telegenetic clinic visits across the region.

3. Implement QI project to measure outcome of new clinics.
	Improved resources available for genetic clinics to establish telegenetics programs.

 

 
	1. Review documentation of collaboration with TRCs.

2. Count number of participants in TRC training programs.

3. Count number of genetic clinics offering telegenetics.

4. Review documentation of steering committee project review of potential telegenetics projects.

5. Review of plans for evaluating teleprojects projects to monitor their impact.

6. Document implementation of regional QI projects. 

	MSGRN to facilitate implementation of new telegenetics clinics throughout the region with associated quality improvement projects to help measure success. 
	MSGRN staff and stakeholders 
	Y1-Y3
	
	
	


	Program Requirement 8: Establish communication strategies to share information, successes and barriers within the RGN and among regions

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Redesigned MSGRN website to include interactive modalities and areas of interest specific to consumers, geneticists, primary care providers, and public health professionals.
	MSGRN staff, social media coordinator, and web designer 
	Y1-Y3
	1. New, interactive webpage completed with increased traffic tracked.

2. Updated genetics provider list available.

3. Quarterly updates sent to genetics and primary care providers.

4. Regional representatives participate on national conference calls and workgroups and in national meetings.  
	MSRGN shares information, successes, and barriers with stakeholders in the region and with national and other RGN partners.

 

 
	1. Review documentation of written communication plan and activities.

2. Traffic on website and Facebook tracked.

3. Document availability of provider list and delivery of quarterly updates. 

4. Review rosters of participants in NCC workgroups and meetings.

5. Assess stakeholder perceptions with annual stakeholder surveys/interviews.

	Collaborate with state AAP and AAFP chapters to distribute quarterly newsletter to listservs as well as maintain mailing list of genetics providers in region.
	MSGRN staff 
	Y1-Y3
	
	
	

	Work closely with NCC including participation in workgroups and attendance at Annual Project Director/Project Manager meeting. 
	MSGRN staff, NCC
	Y1-Y3
	
	
	


	Program Requirement 9: Support an annual meeting of partners and other stakeholders and experts in the region.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Establish Genetics Summit as the premier regional educational opportunity to be attended by consumers, specialists, primary care providers, and public health professionals.
	MSGRN staff,

THI staff 
	Y1-Y3
	1. Annual Genetics Summit occurs.

2. Continuing education credits available to attendees.  

3. Each workgroup and each state team meets in-person at the Genetics Summit.

4. Telehealth curriculum established and presented at Genetics Summit.
	MSRGN stakeholders are engaged and participate in annual educational opportunities.
	1. Review summit participant list.

2. Survey summit participants to identify successes and areas for improvement.

3. Document offering of and participation in telehealth educational curriculum at the Genetics Summit.

	Offer continuing education credits for all health professionals.
	MSGRN staff 
	Y1-Y3
	
	
	

	Workgroup and state team meetings occur as part of Genetics Summit.
	MSGRN staff 
	Y1-Y3
	
	
	

	Work with regional Telehealth Resource Centers to develop telehealth educational curriculum to occur at the Genetics Summit.
	MSGRN staff and THCs
	Y1-Y3
	
	
	


	Program Requirement 10: Promote patient and family engagement as partners in care by having patients and/or family members on workgroups and advisory groups and by collaborating with the National Genetics Education and Family Support Center.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Steering Committee, MSGRN workgroups, and state teams will have consumer representation
	MSGRN staff 
	Y1
	1 Consumer members are identified for the steering committee and as key member of state teams.

2. All workgroups have consumer members.

3. Increased participation in MSGRN of representatives from Family 2 Family Information Centers, PICs, and CPRCs.

4. Direct link to the National Genetics Education and Family Support Center available on the MSGRN website.
	Consumer engagement remains a key MSRGN priority and is demonstrated by consumer participation at every level, including in national partnerships.
	1. Review rosters of MSRGN steering committee, workgroups, and state teams.

2. Document all partnerships with family organizations in the region.

3. Document consumer participation in national activities supported by MSRGN or HRSA.

4. Document link to resources on the MSGRN website.

	MSGRN will continuously engage and recruit new consumers through regional Family 2 Family Health Information Centers, Parent Training and Information Centers, and Community Parent Resource Centers.
	MSGRN staff 
	Y1-Y3
	
	
	

	Support and engage the National Genetics Education and Family Support Center
	MSGRN staff, social media coordinator, NGEFSC staff, web designer 
	Y1-Y3
	
	
	


	Program Requirement 11: Collaborate with the NCC on evidence-based quality improvement (QI) activities to achieve the aims of the award.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Utilize a “train the trainer” model for the provision of QI activities across the region.
	MSGRN staff and QI team
	Y1
	1. Identify individuals to lead regional QI activities.

2. MSGRN evaluator and identified individuals attend QI training as offered by the NCC. 

3. MSRGN staff and/or members participate in NCC QI events and activities.

4. Discuss collaboration and possible QI projects with the regional Improvement Partnerships.

5. QI projects implemented.

6. Outcomes related to practice efficiencies and telehealth implementation are addressed through QI processes.
	MSRGN expands QI expertise and engages genetic providers in the region around quality improvement at the practice level.

 
	1. Document individuals identified to lead regional QI activities.

2. Document participation in NCC QI training.  

3. Document outreach to Improvement Partnerships.

4. Count number of and participation in MSRGN QI activities.

5. Measure changes in identified QI measures in collaboration with NCC and MSRGN evaluator.

	Form relationships with Improvement Partnerships in region: Utah Pediatric Partnership to Improve Healthcare Quality (UPIQ, 

HYPERLINK "http://upiq.org/" \hupiq.org), Envision New Mexico (envisionnm.org/), and Arizona’s Best Care for Kids (frameshiftgroup.com/best-care-for-kids/).
	MSGRN staff and Improvement Partnerships
	Y1
	
	
	

	Implement QI projects throughout the region to help measure program success.


	MSGRN staff, clinic partners, and NCC
	Y1-Y3
	
	
	

	Program Requirement 12: Offer up to $100,000 in finding to be used for projects that address regional genetic service delivery issues.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Develop protocol for project review and establish plans for evaluating projects to monitor impact.  
	MSGRN staff, steering committee
	Y1
	1. MSRGN steering committee reviews possible projects and availability of funding.

2. If resources permit, steering committee identifies priority projects and selects those for funding.

3. Protocol for project review developed.
	Regional genetic service delivery issues are addressed through regional projects.
	1. Review steering committee minutes.

2. Review documentation of steering committee project review.

3. Document development of protocol for project review.

4. Document plans for evaluating projects to monitor their impact on identified delivery issues.

	Steering committee will determine in Years 2 and 3 which of listed areas should be targeted if project funding is available.
	MSGRN staff, steering committee
	Y2-Y3
	
	
	


	Program Requirement 13: Collect RGN data and submit to the NCC.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Data will be collected annually and submitted to the NCC.
	MSGRN staff and Evaluator
	Y1-Y3
	1. Systematic data collection.

2. Annual data submission to NCC.

3. Ongoing stakeholder input on MSGRN activities, progress, and outcomes.
	MSRGN maintains strong data collection infrastructure and participates in national data monitoring.
	1. Review data collection documentation, implementation, and results.

2. Monitor annual submission of data to NCC.

	Conduct 20 key informant interviews to assess stakeholder perceptions of need, progress, and opportunities for improvement.
	MSGRN Evaluator
	Y1-Y3
	
	
	

	Conduct an annual stakeholder survey to assess knowledge and awareness of MSGRN, barriers to delivery services, and strengths, weaknesses, opportunities, and challenges within the MSGRN.
	MSGRN Evaluator
	Y1-Y3
	
	
	


	Program Requirement 14: Partner with stakeholders, including HRSA funded programs, addressing genomic services.

	Strategies
	Proposed Outcome(s)
	Intended Impact
	Measurement Approach

	Description
	Responsible partner
	Timeline
	
	
	

	Maintain existing relationships with HRSA funded programs and expand to new partners to include as the Maternal and Child Environmental Health Network, CARES National Interdisciplinary “Training Resource Center”, AMCHP, and ASTHO.
	MSGRN staff, steering committee 
	Y1-Y3
	1. Existing partnerships maintained.

2. State teams to investigate areas of potential collaboration with new partners and stakeholders and gather available resources.  

3. Links to new partners and resources added to the website.

4. Target FQHC for partnership; add locations to interactive map on website.
	Strengthened collaboration across HRSA-funded programs and others addressing genomic and genetic services.


	1. Review roster of existing partners.

2. Count new partnerships annually, by program type.

3. Document addition of new resources to the website, including FQHC sites.

4. Count of website hits, by page type and links clicked.



	Website will link to other programs and resources for patients and families.
	MSGRN staff, social media coordinator, web designer
	Y1-Y3
	
	
	

	New effort will be focused on outreach to Federally Qualified Health Centers (FQHCs) in the region to more effectively target underserved populations in the region.
	MSGRN staff, web designer
	Y1-Y3
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�May need to be deleted for space.


�Celia, more to add here?


�Kristi, is there a better way to say this?


�Can’t forget to add!


�Location???


�I referred to the workplan for outcomes and measurement methodologies in section 4 below on plans for the coming year.  If we want to refer to outcomes/measures here, someone (Liza?) will need to indicate which program requirement is being referenced for each activity.


�Need help here Kathy.


�Liza,


Please review for accuracy.  This is where the MT info ended up.


�All, not sure I understood the question or my answer applies.  HELP.


�I am assuming this is for new personnel only or is it for everyone.  We need to remember to add this.  ANNETTE and ANKIT. 


�I didn’t discuss this anywhere else.  Look to add to above.


�These are now mentioned in the UPP project descrition above, but only briefly, due to space constraints.


�I always need help on the QI stuff.
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