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To:	US Department of Health and Human Services Maternal and Child Health Bureau
From: 	Family-Led Organizations
Date: 	April 19, 2016
Re:	MCHB Performance Measures for Discretionary Grants

We thank you for the opportunity to comment on the revised information collection request on the Maternal and Child Health Bureau Performance Measures for Discretionary Grants. The National Center for Parent Leadership, Advocacy, and Community Empowerment, as well as the other national, state, and local family organizations listed at the end of these comments, offer the following feedback and recommendations regarding the revised measures. The signatories serve as their state’s Family to Family Heath Information Center, Family Voices State Affiliate organization, Parent Training and Information Centers, Parent to Parent USA Affiliates, and/or Federation of Families for Children’s Mental Health Chapters. Our comments are based on our extensive work with families of children and youth with special healthcare needs (CYSHCN) as well as the experiences of our own staff, most of whom are parents of children with special needs. Furthermore, our comments are based on our experience with systems of care and best practices in serving families of and children with special health care needs, and we believe performance measures in other domains can benefit from the CYSHCN model.

In general, we are pleased with many of the performance measures and the identified elements/ components of each performance measure. However, we have specific recommendations that focus primarily on the meaningful and deep engagement of and partnership with diverse families, family leaders, and family-led organizations, as well as on the critical role of culturally and linguistically appropriate services and disaggregation of data to ensure that MCHB Discretionary Grantees are focusing their efforts on the most underserved populations that experience the greatest health disparities in access and outcomes.  Our specific comments and recommendations follow.

MCHB Performance Measures

Overall comment: The performance measures must be evaluated to identify those measures that should be completed only by state agencies with the authority to make state policy as opposed to all grantees. Further, they must be reviewed to determine reasonable performance measures based on grant size, i.e., it is not reasonable to expect an entity that receives a grant of $95,700 to measure and report on all of the same performance measures that should be expected of an entity that receives a grant of$300,000 or higher.

CB 1. The percent of MCHB-funded projects of a national scale promoting and facilitating state capacity for advancing the health of MCH populations, and through what processes. 

Tier 2: Through what activities are you promoting and facilitating state capacity for advancing the health of MCH populations?





1-862-772-8770
35 Halsey Street
Newark, NJ 07102

www.parentsatthetable.org





[image: ]  Ensuring a Place at the Table for Every Family

[bookmark: NoraDoc_pgs2-7]Comments: Add the following activity:

Engaging with families from diverse backgrounds and family organizations to identify needed improvements in state capacity and to assist in enhancing state capacity to advance the health of MCH populations.

Tier 3: Implementation

Comments: Add the following:

# of family leaders trained on program priority topic
# of family organization staff trained on program priority topic

CB 2. The percent of MCHB funded projects providing technical assistance, on which MCH priority topics, and to whom

Tier 2: To whom are you providing TA?

Comments: Add the following:

· Family leaders
· Family organizations

Note: Family leaders and family organizations are not the general public, nor are they providers or generic partners.

CB 3. The percent of grantees that collect and analyze data on the impact of their grants on the field, and the methods used to collect data.

Comments: The definition of impact is too narrow: “Impact as referenced here is a change in condition or status of life. This can include a change in health, social, economic or environmental condition.
Examples may include improved health for a community/population or a reduction in disparities for a specific disease or increased adoption of a practice.” This definition should be expanded to include, “For example, for low-income families, families of color, and families of CSHCN, increase in resilience, self-efficacy, etc. is a meaningful outcome.”

CB 4. The percent of MCHB funded initiatives working to promote sustainability of their programs or initiatives beyond the life of MCHB funding, and through what methods.

Comments: Programs should seek to promote sustainability to the extent practicable. However, there are many activities that will never be able to be sustained without continued funding. For example, Family to Family Health Information Centers will always need to support families of newly-diagnosed children, and families who have children transitioning into another phase of life (i.e., from infancy to early childhood, to childhood, to adolescence, to young adulthood), and families who themselves face major barriers such as parents with disabilities, immigrant parents (including both documented and undocumented), families who face discrimination based on race, families with limited literacy, etc.
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CB 5. The percent of MCHB funded projects programs supporting the production of scientific publications.

Comments: Research grantees must engage constituents representing the target of their research findings including practitioners, families and family organizations, advocacy groups, and the general public, in identifying the most important strategies and messages to reach and motivate these important audiences. A question should be added regarding the extent to which this consultation occurs.

CB 6. The percent of MCHB funded projects supporting the development of informational products, and through what processes.

Comments:  See CB 5 comments, above.

Performance Measures Related to Services/Care

Comments: Each of the performance measures related to provision of services/care must include a Tier focused on the extent to which the grantee engaged both individual constituents reflective of the diversity in the target population and family organizations/family leaders in planning, implementation, and evaluation of effectiveness. This new tier would be Tier 4 and the outcome Tier would become Tier 5 in each of these areas.

The Tier 4 question might be: To what extent are you engaging individual constituents and family/constituent organizations from the targeted community(ies) in your work?
Identified choices might be:
· Soliciting input into identifying needs via focus groups, surveys, etc. with individual constituents.
· Soliciting input into identifying needs via meeting with stakeholders that represent the targeted constituency(ies).
· Soliciting input into identifying strategies to address the needs via focus groups, surveys, etc. with individual constituents.
· Soliciting input into identifying strategies to address the needs via meeting with stakeholders that represent the targeted constituency(ies).
· Engaging individual constituents in implementation of improvement strategies.
· Engaging organizations including family organizations that represent the targeted constituency(ies) in implementation.
· Soliciting feedback from individual constituents on implemented strategies via surveys, focus groups, etc.
· Soliciting feedback from stakeholder organizations that represent the targeted constituency(ies) on implemented strategies via meetings, participation on Quality Improvement workgroups, etc.

Further, each of the performance measures related to provision of services/care must also include measures related to impact on the most vulnerable/underserved populations that have the poorest outcomes in that targeted area. The performance measures as currently written ask for numbers but do not require disaggregation by race, ethnicity, language, socio-economic status, etc.  We know that children of color are less likely to be screened early. We know that African-American children are less likely to be breast fed yet have the highest rates of childhood obesity. Performance measures must require reporting that disaggregates data based on health disparities in both access to care and outcomes.

CSCHN 1. The percent of MCHB funded projects promoting and/ or facilitating family engagement among children and youth with special health care needs.

Comments: We are pleased to see the continued inclusion of this performance measure in the CSHCN area, but strongly recommend that family (and family organization) engagement also be measured across all of the areas including maternal health, children’s health, adolescent health, etc., as it is identified as a key responsibility and focus across all the MCH priority areas in the MCH 3.0 Block Grant.

With regard to the performance measures in this area, we have the following recommendations.

Tier 2: Through what processes/mechanisms are you promoting/facilitating family engagement?
Comments: Add the following: Funded partnership with the Family to Family Health Information Center in your state/DC. Divide technical assistance and training into two subcategories, i.e., technical assistance to families, technical assistance to professionals; training to families, training to professionals. (This might also be considered for the outreach category). Family engagement requires dual capacity building of families and of the professionals in the systems that serve them.

CSHCN 2. The percent of MCHB-funded projects promoting and/ or facilitating medical home access and use among children and youth with special health care needs.
Tier 2: Through what processes/ mechanisms are you addressing medical home access and use?

Comments: Add the following: Funded partnership with the Family to Family Health Information Center in your state/DC. Divide technical assistance and training into two subcategories, i.e., technical assistance to families, TA to professionals; training to families, training to professionals. (This might also be considered for the outreach category). Effective access to medical homes requires dual capacity building of families and of the professionals in the systems that serve them.

CSHCN 3. The percent of MCHB-funded projects promoting and/ or facilitating transition to adult health care for youth with special health care needs

Tier 2: Through what processes/ mechanisms are you promoting and/or facilitating transition to adult health care for YSHCN?

Comments: Add the following: Funded partnership with the Family to Family Health Information Center in your state/DC. Divide technical assistance and training into two subcategories, i.e., technical assistance to families, TA to professionals; training to families, training to professionals. (This might also be considered for the outreach category). Effective transition to adult healthcare requires dual capacity building of families and of the professionals in the systems that serve them.

Training 01: The percent of MCHB training and Healthy Tomorrows programs that ensure family/ youth/ community member participation in program and policy activities.

Comments: We strongly support this measure, “The percent of MCHB training and Healthy Tomorrows programs that ensure family/ youth/ community member participation in program and policy activities,” and the five elements described as components of this measure.

Training 02: The percent of MCHB training and Healthy Tomorrows programs that have integrated cultural and linguistic competence into their policies, guidelines and training.

Comments: We strongly support this measure and the six elements described as components of this measure. However, we would recommend the addition of language similar to the language in Training 01 regarding the inclusion and role of diverse constituents and related stakeholder organizations committed to and with expertise in cultural and linguistic responsiveness. Further, we strongly recommend an element regarding completion of and cultural and linguistic competence and language access self assessment and development of a plan as key to this performance measure.

Training 06: The percentage of participants in MCHB long-term training programs who are from underrepresented racial and ethnic groups.

Training 08: The percent of MCH Pipeline Program graduates who have been engaged in work with populations considered to be underserved or vulnerable since graduating from the MCH Pipeline Training Program.

Comments: We strongly support these measures to ensure that participants in long-term training programs reflect the diversity of our society and the population to be served, and that underserved and vulnerable populations are reflected as a key priority for such programs.

Training 13: The degree to which the LEAH program incorporates adolescents and parents from diverse ethnic and cultural backgrounds as advisors and participants in program activities.

Comments: We strongly support this measure and recommend that each of the elements also ask about funded participation on the part of adolescents and parents!

EMSC 02: The percentage of EMS agencies in the state/territory that have a designated individual who coordinates pediatric emergency care.

Comments: We agree with this performance measure and support the justification provided:

“Gausche-Hill et al in a national study of EDs found that the presence of a physician or nurse pediatric emergency care coordinator was associated with an ED being more prepared to care for children. EDs with a coordinator were more likely to report having important policies in place and a quality improvement plan that addressed the needs of children than EDs that reported not having a coordinator…The IOM report further states that pediatric coordinators are necessary to advocate for improved competencies and the availability of resources for pediatric patients. The presence of an individual who coordinates pediatric emergency care at EMS agencies may result in ensuring that the agency and its providers are more prepared to care for ill and injured children.”

Family to Family Health Information Center Program Performance Measures

F2F 1: The percent of families with CSHCN that have been provided information, education and/or training by Family-to-Family Health Information Centers.

Comments: We agree in principle with the definition provided:

[bookmark: “Numerator:_The_total_number_of_families][bookmark: Denominator:__The_number_of_families_tha]“Numerator: The total number of families with CSHCN in the State that have been provided information, education, and/or training from Family-To-Family Health Information Centers. Denominator: The number of families that can be reasonably served with provided federal grant funds.”

[bookmark: However,_we_are_unclear_how_the_“number_]However, we are unclear how the “number of families that can be reasonably served with provided federal grant funds” will be determined. Please specify as it will be impossible for F2Fs to respond to this performance measure without knowing the answer to this question.

[bookmark: Conclusion]Conclusion

In conclusion, we thank you for this additional opportunity to comment on the information collection request on the Maternal and Child Health Bureau Performance Measures for Discretionary Grants and look forward to working with you to ensure that the performance measures lead to increased and enhanced family, youth, and family organization and leadership, and increased and enhanced capacity of MCH funded programs to serve the full diverse of families and youth to increase access to care and improve health outcomes for families and children who experience the greatest health disparities.

Signatories:

National Organizations:

National Center for Parent Leadership, Accountability & Community Empowerment (National PLACE) Federation of Families for Children’s Mental Health
Parent to Parent USA
National Family Voices, National Center for Family/Professional Partnerships

State Organizations:

[bookmark: _GoBack]Exceptional Children’s Assistance Center of North Carolina Matrix Parent Network and Resource Center
Parent to Parent of Georgia PEAK Parent Center
Statewide Parent Advocacy Network of NJ (SPAN) Wisconsin FACETS
Rhode Island Parent Information Network Idaho Parents Unlimited
Family Voices of North Dakota North Carolina Family Voices Delaware Family Voices Family Voices of Minnesota Family Voices Colorado
Family Voices of California
Family Voices of District of Columbia Family Voices of Massachusetts New Hampshire Family Voices

INCLUDEnyc of New York Family Voices of Tennessee Family TIES of Nevada Family Voices of Illinois
Family 2 Family Health Information Center at Stone Soup Group- Alaska Family Voices of Illinois
Family Voices of Wisconsin Parents’ Place of Maryland Oklahoma Family Network
Family 2 Family Health Information Center of Arkansas Delaware Family Voices
Family Voices of Pennsylvania South Dakota Parent Connection Family Voices of Ohio
Family Connections of South Carolina
Raising Special Kids of Arizona
Federation for Children with Special Needs of Massachusetts
Cincinnati Children’s Hospital, home of Ohio F2F
Family Voices of Wyoming @ UPLIFT
PEAL Center of Pennsylvania
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