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11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

1. Needs Assessment Process

Goals and Vision

The Massachusetts Department of Public Health (MDPH), the state Title V
agency, completes a comprehensive statewide Needs Assessment every 5 years with the
goal of identifying the current system’s strengths and gaps in services and the health
needs of women, infants and children, including those with special health care needs. The
mission of the Massachusetts Title V agency is to “actively work to improve and to
protect the health and well-being of women, children, and families to achieve their
optimal development and health outcomes.” The Needs Assessment informs how MDPH
sets priorities to support its mission with a particular focus on services and infrastructure.
These priorities are codified into a top ten, which are compared against pre-defined
National and State Performance Measures.

Leadership

To conduct the 2010 Comprehensive Needs Assessment (CNA), the
Massachusetts Title V' Director and the Director of the Bureau of Family Health and
Nutrition (BFHN), Ron Benham, appointed a Steering Group to guide the Needs
Assessment process. Engaging the Steering Group was critical to ensure alignment of
priorities and activities following the Needs Assessment. The Massachusetts Department
of Public Health, as a state agency, historically has had a deep commitment to maternal
and child health. This commitment remains vital under the leadership of Commissioner
John Auerbach. Accordingly, key members of his staff, including Lauren Smith, Medical
Director, Ed Dyke, Director of Grants and Development, as well as representatives from
other Bureaus at MDPH with Title V leadership and staff participated on the Steering
Group to ensure that needs assessment data and priorities selection reflected both the
commitment of the entire agency and included the analysis of all the Department’s
resources for maternal and child health.

Since the last Needs Assessment in 2005, the MDPH has restructured its Bureaus.
The Bureau of Family Health and Nutrition (BFHN) works in coordination with several
other Bureaus and Offices within MDPH to cover the needs of the Title V populations.
These include:

e Bureau of Community Health Access and Promotion (BCHAP)
e Bureau of Environmental Health (BEH)
e Bureau of Health Care Safety and Quality
e Bureau of Health Information, Statistics, Research and Evaluation
(BHISRE)
Bureau of Infectious Disease Prevention, Response and Services
(BIDPRS)
Bureau of Substance Abuse Services (BSAS)
Emergency Preparedness Bureau (EPB)
Office of Healthy Communities
Office of Health Equity
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The steering group provided direction, input, and guidance as well as opened doors to
stakeholders and provided resources for the Needs Assessment.

To carry out the daily assignments related to gathering data to conduct the Needs
Assessment, Ron Benham appointed a Project Team, which he personally led. Under the
Steering Group’s guidance, the Project Team carried out all research and analysis; led
interviews, focus groups and surveys; documented findings; and engaged stakeholders in
the prioritization process. The Project Team assigned specific tasks to sub-teams and
workgroups throughout the undertaking.

The Project Team consisted of a core team of Title V leaders, lead by Ron
Benham, and supported by division management, epidemiologists, several interns, and an
outside consultancy, The Ripples Group. The Project Team consisted of:

e Ron Benham — Massachusetts Title VV Director, Director of the Bureau of
Family Health and Nutrition (BFHN)

e Hafsatou Diop, MD, MPH - Director of the Office of Data Translation
(ODT), PRAMS Director, State MCH Epidemiologist

e Karin Downs, RN, MPH — Asst. Director for Clinical Affairs, Division of
Perinatal, Early Childhood and Special Health Needs, BFHN

e Ed Dyke — Director of Grants and Development, MDPH

e Kathy Messenger — Massachusetts BFHN Senior Budget Planner

e Susan Manning , MD, MPH - CDR, U.S. Public Health Service, Maternal
and Child Health Epidemiology Assignee, MDPH

e The Ripples Group

e Graduate intern staff — Nicholas McNeill, James Miller, Hayley Skinner,
Claudia Catalano

As a result, under the guidance of the Steering Group and the technical expertise
of the work group, the 2010-2015 Comprehensive Needs Assessment has been completed
with broad leadership at MDPH along with extensive stakeholder involvement across the
state.

Methodology

The Massachusetts Needs Assessment effort took over 12 months to complete
with activities falling into two phases following kick off in June 2009. The first consisted
of initial data collection, analysis and interviews to create an initial draft of the Needs
Assessment document. During the second phase, the Needs Assessment draft was refined
with further stakeholder involvement, including public hearings, to develop the final
Needs Assessment with priorities and measures for the next five years. At the initial
meeting with the Steering Group in July 2009, the Project Team proposed a timeline
based on the two phased approach and initial areas for data collection.

The Project Team collected data from primary and secondary sources (see in
figure 1-1) on the MCH populations’ needs and the state’s capacity to meet them. To
write the initial Needs Assessment draft, the Project Team organized the work to
systematically complete each section in the guidance (Process and Partnership, MCH
Populations, Capacity, Selection of State Priorities, and Selection of State Measures).
Members of the Project Team also conducted internal interviews with MDPH staff and
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with external stakeholders, such as community and family representatives, physicians,
and local program directors. In addition to interviews, the team conducted focus groups
with mothers and families served by Title V, with all these engagement activities
occurring over several months from July 2009 through January 2010, and with more than
70 interviews conducted.

The Project Team utilized many datasets to collect information on MCH
Populations and organized its work around four categories: demographics; pregnant
women, mothers, and infants; children and adolescents; and children and youth with
special health care needs. A designated member of the Project Team with a graduate
student intern led a subcommittee that worked on each population subsection, supporting
data collection, analysis, and writing.

To determine the state’s Title V Capacity, the Project Team researched current
issues and legislation and reached out to the many MCH relevant programs throughout
MDPH. This outreach enabled the team to document programmatic changes and obtain
programs’ input on their perception of MCH needs. Capacity review in Massachusetts
would be incomplete without a review of the impact of health reform, with its successes
in expanding the pool of insured individuals and improving access to quality care.

The Project Team met weekly to discuss their work and its impact on determining
priorities for the state. These discussions were the basis for developing and refining
priorities, and the Project Team regularly reported their work to the Steering Group.

The Steering Group met with the Project Team five times over the course of the
year. The Project Team began these meetings with an initial presentation of their work.
The presentations were followed by a discussion of the impact of recent findings on
priorities for the state. The Steering Group suggested additional contacts for internal and
external interviews. The Steering Group assisted the Project Team to integrate, prioritize
and align information from the research and analysis. At the first Steering Group
meeting, participants defined the roles and responsibilities for the Project Team and the
Steering Group and the goals for the Needs Assessment. They identified internal MDPH
stakeholders to include in the interview process. At the second Steering Group meeting,
participants focused on findings from data collection and internal interviews and
identified external interview candidates. The third and forth Steering group meetings
focused on refining draft priorities and translating priorities into relevant state measures
for public feedback. The fifth Steering Group meeting included a review of public
hearing findings and finalization of priorities and measures.

Starting in November 2009 the Project Team conducted a series of focus groups
with mothers and families of children and youth with special health care needs
(CYSHCN). A total of 15 focus groups directly added to the Needs Assessment findings.

In addition to focus groups, the Project Team developed a youth survey to
augment data collection and gain insight into priority areas for youth, since focus groups
with them are limited by their age and mobility. Similarly, a CYSHCN survey created a
new understanding of priority needs that would have been difficult to determine through
a focus group. Focus groups and later public hearings centered on seeking direct feedback
to proposed priorities and measures in an attempt to give participants a clear
understanding of options for priorities the Project Team was considering.

With initial drafting of the Population and Capacity Needs sections complete, the
Project Team organized public hearings across the state in March and April 2010. The
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hearings served as both feedback sessions on the draft priorities and an opportunity for
stakeholders to comment on the direction of Title V resources following the Needs
Assessment. In advance of the Public Hearings, the document was posted on the
Mass.gov website to allow public review and included a link to send any written
feedback to the Project Team. The comments from the hearings and website supported
the draft priorities and measures as presented and the Steering Group agreed that the
comments did not lead to required further refinement of priorities based on the
comments. Steering Group assistance included assessing whether any ideas or
recommendations had been covered previously or if they represented significant new
ideas requiring further research, which they did not. However, the feedback will be used
to inform action planning and spending allocations following the Needs Assessment.

Following the final public hearing, the Project Team reviewed feedback from all
stakeholders as well as additional data to develop the final priorities and performance
measures. The refinement process included input from MDPH Bureaus to ensure
priorities aligned across the entire agency. The Project Team completed all
documentation for Federal submission and for public posting of the final Needs
Assessment document.

Needs Assessment Timeline
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Prioritization Process

The Project Team identified and considered a range of priorities through
brainstorming, data analysis and stakeholder engagement. As seen in Figure 1-2, once the
Project Team generated a list of potential priorities, the group then systematically
narrowed their priorities with further analysis and feedback. Priorities were screened for
their impact and feasibility. Measures for each priority were developed over time as the
priorities became more refined.

Priorities to Actions Process

nabling
Population
Infrastructure

Figure 1-2

To determine priorities, the Project Team defined a set of principles based upon
the Title V guidance to refine the extensive list of priority concepts and ideas.
These principles included:
* Promote health and wellbeing of MCH populations
» Eliminate disparities by targeting the increasingly diverse MCH
populations in Massachusetts
» Integrate life course perspective and social determinants of health into all
programs
» Ensure community engagement through essential allies and others
» Ensure parent involvement, including fathers
» Target interventions as early as possible and focus on teachable moments

The team then applied a screening process that leveraged all available data and
evidence, and incorporated the input of stakeholders. Past lessons learned within MDPH
programs and activities also informed which priorities were selected.

The team used two basic criteria to guide the selection process:

1. What is the likely impact?
2. What is the feasibility of success?

“Potential Impact” was determined by the number of people affected (incidence

and prevalence); the effect on quality of life and long-term outcomes for individuals,
populations and across generations; reduction on disparities, such as socio-economic,
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cultural, geographic, racial or ethnic disparities; and effect on collaboration among a wide
range of stakeholders.

“Feasibility” was determined by the level of MDPH expertise in an area under
consideration; political and organizational will (internal champions); the resources
available and relative cost; leadership vs. follower position for a particular issue; whether
the priority aligned with the core MCH mission; the availability of government and
community partners and resources to leverage the work of MDPH; and whether there is a
synergistic effect among multiple priorities.

The Project Team assessed all priorities under consideration from the stakeholder
interviews and focus groups using these criteria. They also assessed available data to
support decision making. The Team then conducted a more detailed evaluation to
determine where priorities fell along the life course continuum and selected priorities that
could be translated into services or systems change. To accomplish this task, both the
Project Team and the Steering Group spent many hours discussing and reviewing data.
External research, including literature reviews, surveys, key-opinion-leader interviews
and focus groups influenced the relative importance of the priorities. Based on this
evaluation, the Project Team identified a preliminary shorter list of twenty two potential
priorities from which ten would emerge as the MCH priorities for Massachusetts.

Following the selection of priorities, MDPH will improve the areas identified in
the Needs Assessment, as well as set targets for each state and federal measure based on
achievable results. Where appropriate, the performance measures will be integrated into
the balanced scorecard process used by the divisions within the Massachusetts Title V
agency and reviewed quarterly to monitor progress and improve allocation of resources to
support BFHN goals.

The Needs Assessment document will support the Title V program and its
leadership through the next five years. It is both a source of data and a reference for
planning actions to improve each priority and performance measure. The Needs
Assessment becomes a frequent source for information on the MCH populations and
assists programs in identifying available data. In addition, the Needs Assessment is a
public document allowing community stakeholders and researchers a source of
information and reference for state priorities.

Stakeholder Involvement

A critical component of our approach was soliciting feedback from the
participants and families we serve as well as providers and advocates in the community
who through contract or affiliation assist us to assure maternal and child health
throughout the Commonwealth.

In an effort to ensure that stakeholders were kept fully informed the Needs
Assessment at each step of the process, the Project Team and Steering Group engaged
stakeholders through a variety of means. Beginning with internal interviews with MDPH
staff from a variety of programs within MDPH, the Project Team refined its knowledge
of potential issues and improved the value of information collected during key informant
interviews with external stakeholders outside of MDPH programs. Two surveys focused
on youth and their families revealed needs specific to youth populations in the state.
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Focus groups allowed feedback and refinement of several draft priorities before they
were presented to public audiences. The engagement strategies are detailed in Figure 1-3
and were as follows:

Internal
Interviews

External
Interviews

Surveys

Focus Groups (FG)

Target: Mother and Infant Population

15 DPH
Program Staff

6 External Key
Informants

WIC Mothers (6 participants)

Teen Mothers (12 participants)

Suburban Mothers (20 participants)

3 FG for Urban Black/Hispanic Mothers (27
participants total)

* 6 FG for Home Visiting (48 participants total)
2 FG for post-partum depression

2 FG for domestic violence

* 2 FG for new mothers

Target: Children & Adolescent Population

8 DPH Program | 9 External Key | Adolescent
Staff Informants Survey
(184
responses)
Target: CYSHCN Population
12 DPH 30 External CYSHCN  Young Adult Council (7 participants)
Program Staff Key Survey « Parents of EI (10 participants)
Informants (459  Families of CYSHCN whose preferred language
(20 from responses) was Spanish (15 participants)
Partners for
Youth with
Disabilities)

Target: Capacity

8 DPH Program
Staff

Figure 1-3 Stakeholder Engagement

Internal Interviews
In order to improve MDPH engagement and build understanding of the MCH
Block Grant and Needs Assessment process, the Project Team conducted 43 interviews
with program leaders across MDPH. These interviews influenced the initial
determination of need priorities as the Project Team began to analyze data related to each
MCH population.

External Interviews
Following the internal interviews, the Project Team conducted 45 interviews with
external (outside of MDPH) community experts across an extensive distribution of
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providers and organizations, such as hospitals, community health centers, community
health workers, and advocates. Twenty of the interviews were with individuals affiliated
with Partners for Youth with Disabilities to improve understanding and awareness of the
unique challenges to engaging directly with CYSHCN, such as physical, verbal, and
cognitive. Important consideration was given to ensure representation across the three
MCH populations.

Focus Groups

In addition to stakeholder interviews, the Project Team conducted a total of 15
focus groups to inform and refine priorities. The Project Team directly held six focus
groups to elicit information on developing MCH priorities. As part of each focus group,
the Project Team tested different priorities to ensure relevance to the target population for
each. These focus groups included:

e Families of children with special health care needs whose preferred
language was Spanish to gain insight into navigating multiple systems of
care for their families. A Spanish translator was present as the focus group
was conducted in Spanish. (Springfield MA — 18 participants)

e Parents of El participants to understand the challenges of navigating the
early childhood system of care (Natick MA — 10 participants)

e Youth with disabilities from western Massachusetts, many of whom were
in the process of transitioning to adulthood, to gain perspective on living
with disabilities in a lower income area that has many rural services.
Focus group attendees were members of the Young Adult Council, which
helps provide feedback for MDPH CYSHCN programs. (Springfield MA
— 7 Participants)

e Urban WIC participants to gain perspective on low income and racially
diverse new mothers (WIC Cambridge — 6 Participants)

e Suburban mothers to gain perspective on maternal and infant health needs
for a predominately white, middle class area of the state (Needham MA -
20 Participants)

e Teen mothers from an economically depressed urban high school to
underscore the challenges of being a young mother while remaining in
school (Fall River MA — 12 Participants)

The team also used information collected from mothers in nine prior focus groups
over the previous two years.

e Three focus groups with urban Black and Hispanic mothers in Western
Massachusetts in low-income communities to understand their experience
of racism in the health care system (Western MA — 27 Participants)

e Six focus groups centered on improving bonding and attachment,
nurturing early infant care giving, and decreasing family violence. New
mothers were recruited through the Early Intervention Partnership
Program (EIPP) in the Massachusetts communities of Somerville and Fall
River. EIPP is a high-risk maternal and newborn screening, assessment
and service system that provides home-based intervention to educate high
risk pregnant and postpartum women and their families about maternal
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and child health issues and to connect vulnerable families to community
services and health care. (48 Participants total)
0 Two groups of low-income women to understand their challenges in
finding support and care for postpartum depression
0 Two groups of women who experienced domestic violence to gain
insight into community and social systems response
o0 Two groups of low-income women who recently gave birth to
understand their experiences as new mothers
The Needs Assessment focus groups centered on the needs of mothers and
CYSHCN, while overlapping with the issues of children and adolescents. Stakeholder
feedback of children and adolescents came largely through a direct survey of youth.

Surveys

The Project Team developed two surveys to collect direct participant and target
population data. The first survey was targeted at high school age youth, to identify the
relative needs and issues for this hard to reach group. The survey helped get students’
perspectives on what they considered important to add to understanding from other
available surveys that focus more on self-reported behavior choices or health outcomes.
The youth survey received 184 responses.

The second survey was directed at families of youth with special health care
needs in order to better inform the priorities and goals for CYSHCN over the next five
years. The families of CYSHCN survey received 459 responses. Both surveys collected
information on the critical period of transition into adulthood, which also represents a
unique time for learning both positive and negative behaviors.

Public Hearings

After priorities were refined and drafted, the Title V Director, with support from
the Project Team, convened a series of public hearings to review the major findings of the
Needs Assessment and proposed priorities. The hearings were conducted across the state
in six different locations identified for their ease of access for the community and
appropriateness for the discussion. The locations represented the five major areas of the
state (Northeast, Metro Boston, Southeast, Central, and Western) and a separate hearing
for Boston as the capital and largest population center. The hearings allowed stakeholders
to testify on the appropriateness of the priorities and further inform the needs of the MCH
populations. With extensive notification of local program offices and additional
marketing support from each of the MDPH regional coordinators, 33 attendees
participated in six Public Hearings. Despite low turnout, MDPH considered the hearings
as an invaluable opportunity to receive direct public reaction to the proposed priorities.

In addition to the public hearings, a draft of the Needs Assessment was available
to public feedback via posting on the state website to enable members of the community
to review the findings prior to the Public Hearings and to submit questions and
comments. A total of nine comments came through the website which included similar
recommendations and issues to those raised in the other venues.
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Methods for Assessing Population Needs

To assess the needs of each of the three MCH populations (mothers and infants,
children and adolescents, and children with special health care needs) across the state, the
Project Team approached each population with similar methods. The Project Team
divided the population data collection into three components: data driven strengths and
needs; input from MDPH internal program leadership; and input from external
stakeholders. As there was considerable overlap between the populations and their
providers and advocates (e.g., teen mothers), the Project Team did not isolate data
collection from engagement, and instead worked across populations with attention on
ensuring equal engagement and overall representation. The information on MCH
Populations was then used both for reporting in the Needs Assessment and as part of the
analysis of impact and feasibility of potential state priorities.

Methods for Assessing State Capacity

Similar to the assessment of population needs, assessment of capacity was as
much as possible a data driven approach along with incorporation of feedback, especially
from internal stakeholders. The Project Team efforts to assess capacity in the state fell
into three categories: stakeholder input on capacity needs; collection of program efforts
and state public and private resources; and analysis of existing capacity by the Steering
Group to identify strengths, shortages, and emerging needs. Programs were considered
for their impact on their target population, including direct and enabling services,
population-based services, and infrastructure building services. The placement of
program efforts along the spectrum of impact from direct to infrastructure building aided
in determining the gap between current services and where service improvements are
needed to effect change underlying each priority.

The Project Team used every interaction with stakeholders - including interviews,
focus groups, and public hearings - as an opportunity to understand better the capacity of
services and ask stakeholders their opinions on gaps and need for capacity building
activities and resources. Stakeholders within agencies reported on program efforts while
participants gave feedback on successes and outstanding needs.

The Project Team engaged in a broad assessment of the state’s capacity to provide
services, both through community providers and through state program efforts. Recent
information on provider shortages due to the economic crisis and changes from the
State’s innovative health care reform all informed the capacity needs.

The extensive engagement process contributed to a deeper understanding of the
state’s overall capacity needs and the specific needs of each MCH population group. The
Project Team worked in coordination with the Steering Group to identify capacity
priority areas for review and ultimate inclusion into Massachusetts’ ten priorities, which
ultimately included one focused solely on capacity building.

Data Sources

State data to identify strengths and weaknesses within each population came from
a variety of sources, including MassCHIP, an application that provides access to an
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extensive collection of public health statistics such as surveillance data and vital
statistics. Comparisons were made to national indicators, such as the MCHB CSHCN
measures and Healthy People objectives. For example, Massachusetts birth data were
compared annually to national birth outcome measures published by the National Center
for Health Statistics. Similar state and national comparisons are done using the Youth
Risk Behavior Survey (YRBS) and Behavioral Risk Surveillance System (BRFSS).
Trends were monitored using these and other state, regional and national data sources. In
addition, data were stratified and analyzed at a number of sub-state geographic levels and
for population subgroups. Population stratifiers included race, ethnicity, language,
economic status, age, gender, disability or special health needs status, and other
characteristics, depending on the data source and question.

The following datasets represented key sources of information for quantitative
analysis supporting the Needs Assessment. The multitude of datasets was necessary
because the broad range of needs of MCH populations required multiple data references,
including several based on direct survey of the MCH populations. Further detail on these
datasets can be found in Section 5 of this document.

Registry of Vital Records/Vital Statistics

The Registry collects, processes, corrects and issues copies of birth, death,
marriage and divorce records that occur in Massachusetts. The information that is
collected on the nearly 250,000 annual vital events (births, deaths and marriages)
that occur in Massachusetts forms the primary research database for physicians
and other health providers, genealogists, historians, demographers and other
researchers.

MassCHIP

MassCHIP was developed by the Massachusetts Department of Public Health to
assist communities and professionals in health planning. MassCHIP provides
access to 36 health status, health outcome, program utilization, and demographic
data sets. It currently has over 4,000 active users working in a variety of settings,
including hospitals, HMOs, government agencies, universities, community health
centers, and local boards of health.

YHS/ YRBS

The Massachusetts Department of Elementary and Secondary Education (DESE) -
in collaboration with the Centers for Disease Control and Prevention (CDC) and
the Massachusetts Department of Public Health - conducts the Youth Risk
Behavior Survey (YRBS) in randomly selected public high schools in every odd-
numbered year. The YRBS focuses on the major risk behaviors that threaten the
health and safety of young people. This anonymous survey includes questions
about tobacco use, alcohol and other drug use, sexual behaviors that might lead to
unintended pregnancy or sexually transmitted disease, dietary behaviors, physical
activity, and behaviors associated with intentional or unintentional injuries. Data
from the YRBS provide accurate estimates of the prevalence of risk behaviors

11
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among public high school students in the Commonwealth, and are important for
planning health education and risk prevention programs.

The Massachusetts Youth Health Survey (YHS) is the Massachusetts
Department of Public Health’s (MDPH) surveillance project, through the
University of Massachusetts Center for Survey Research (CSR), to assess the
health of youth and young adults in grades 6-12. The YHS is used primarily for
surveillance and needs assessment activities; statistics developed are used for
block grant reporting to the Health Resources Services Administration (HRSA)
and the Substance Abuse and Mental Health Services Administration (SAMHSA).
The survey contains health status questions in addition to questions about risk
behaviors and protective factors.

BRFSS

The Health Survey Program operates the Behavioral Risk Factor Surveillance
System (BRFSS) in Massachusetts. The BRFSS has been conducted by the Health
Survey Program at the Department of Public Health since 1986 and by our survey
vendor, Abt SRBI, since 2008. The survey began as a landline telephone survey;
however, starting in 2009, Massachusetts cellular telephone numbers will be
included in the survey. In 2010, a mail survey will be conducted in addition to the
landline and cellular telephone surveys.

HCFP

The Division of Health Care Finance and Policy (Division) collects patient-level
data for Massachusetts acute care hospital inpatients, observation patients, and
emergency room patients to support the Division's analyses of such issues as
preventable hospitalizations, hospital market analysis, alternative care settings,
the patient care continuum, and comparative costs and outcomes in acute care
hospitals. It also conducts an annual household survey of health insurance
coverage that is used to monitor the implementation of health care reform in the
state; those data are used for a National Performance Measure and a Health
Systems Capacity Indicator.

PRAMS
PRAMS, the Pregnancy Risk Assessment Monitoring System, is a surveillance
project of the Centers for Disease Control and Prevention (CDC) and state health
departments. PRAMS collects state-specific, population-based data on maternal
attitudes and experiences before, during, and shortly after pregnancy. Initiated in
1987, the goal of the PRAMS project is to improve the health of mothers and
infants by reducing adverse outcomes such as low birth weight, infant mortality
and morbidity, and maternal morbidity. PRAMS provides state-specific data for
planning and assessing health programs and for describing maternal experiences
that may contribute to maternal and infant health.

PRAMS provides data not available from other sources about pregnancy
and the first few months after birth. These data can be used to identify groups of
women and infants at high risk for health problems, to monitor changes in health

12
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status, and to measure progress towards goals in improving the health of mothers
and infants.

H1N1 Supplemental

PRAMS received supplemental funding from CDC PRAMS to collect data on
seasonal and H1N1 influenza vaccine utilization among pregnant women in MA
and identify barriers for not receiving vaccination. Since December 2009, the
influenza supplemental survey has been added to the current PRAMS survey at
the end of the survey and the influenza data collection process has begun. So far,
most mothers who have completed the PRAMS survey also completed the
influenza survey.

WIC Datasets (PNSS, PedNSS)

Massachusetts WIC services are currently provided via a distributed information
system with independent applications operating at each WIC site. The WIC
information system was developed in the 1980s and transferred from Illinois to
Massachusetts in 1991. WIC data systems provide the information needed to
populate the PedNSS (Pediatric Nutrition Surveillance System) and PNSS
(Pregnancy Nutrition Surveillance System) files. This data is aggregated by the
CDC to give each WIC program better information for program review.

Further primary data came from interviews, focus groups, surveys and public
hearings.

Determining Priorities for Massachusetts (Linkages between Assessment, Capacity,
and Priorities)

The MDPH Project Team, along with a Steering Group of senior health leaders
and other stakeholders, reviewed several iterations of the state priorities, each time
informed by the latest data and stakeholder feedback. At the beginning, the Project Team
developed a large list of potential priorities for Massachusetts that the team refined
through analysis, interviews, and focus groups to determine the state’s top priorities.
These priorities included priorities from the 2005 Needs Assessment as well as new ideas
that emerged from the discussion of trends and the knowledge of participants in the
process. The team also compared Massachusetts proposed priorities to those identified in
other states® MCH Needs Assessments.

Throughout the process, the Project Team came back to the third principle of
using both the life course and health equity models of public health care to guide
discussion and focus on the core issues being considered.

Public Health Framework
Two public health models were applied to the discussion of priorities and state

measures: the Life Course Model and the Healthy Equity Model. The Life Course
Model* of maternal, child and adolescent health posits that a complex interplay of

! Based on the work of Michael Lu and Neal Halfon
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biological, behavioral, psychological, and social factors impact health outcomes across
the span of a person’s life. These factors can be either protective or harmful.
Furthermore, the health and socioeconomic status of one generation directly affects the
health status of the next generation. Two key components of the life course model
include: 1) understanding the pathways and trajectories that lead to a multitude of health
outcomes, and 2) focusing on the impact of early programming or exposure to risk that
may have long term health consequences. The model also suggests that there are critical
or sensitive periods of development that may lend themselves to more effective
interventions.

The Health Equity Model underscores that disparities exist in individual as well as
population health outcomes due to differential access to economic opportunities,
community resources and social factors. Economic opportunities may include adequate
income, jobs and educational opportunities. Community resources may include access to
quality housing, quality schools, recreational facilities, healthy foods, transportation
resources, health care and a clean and safe environment. Social factors may include social
network and support, leadership, political influence, organizational networks and
experience of racism. The role of public health is to establish public policy to achieve
health equity and promote population based strategies.

Dissemination

Findings and priorities were disseminated through ongoing engagement with
stakeholders and through a public hearing process. Stakeholders were informed of the
Needs Assessment process and findings to date in every interview and focus group. The
Steering Group were a key resource for distributing findings, as they reported to each of
their respective staff. The Steering Group will be a major distributor of the final Needs
Assessment findings, priorities, and measures.

The final version of the Needs Assessment, Priorities, and Measures - in addition
to the annual block grant submission - will replace the previous Needs Assessment and
annual submission on the Massachusetts MCH Block Grant Information and Program
Links website, which is part of Mass.gov.

Strengths and Weaknesses of Process

MDPH’s approach to the Needs Assessment was comprehensive and inclusive.
MDPH allocated significant resources to create a truly comprehensive Needs Assessment
which began more than a year before the final submission date to arrange resources and
identify a clear approach to guide activities. The approach included significant
stakeholder input to be incorporated throughout the process. The multi-tiered advisory
and working groups allowed comprehensive discussion at both strategic and practical
levels. This interaction has also continued the building of relationships within MDPH and
between MDPH and the community.

Given the many strengths, a potential weakness was having the Needs Assessment
performed by an internal group. Contracting with external researchers to perform the
entire Needs Assessment would have arguably reduced bias toward or against specific
populations. However, this approach would have reduced the partnership building post-
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Needs Assessment as the outreach and feedback process of the Needs Assessment helps
encourage longer term coordination as activities supporting the priorities are executed
over the next five years. In an effort to reduce the downside of an internally driven Needs
Assessment process, BFHN engaged the Ripples Group to support the assessment and
facilitate a more comprehensive view from different perspectives.
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2. Partnerships and Collaborations|

MDPH has built a network of partnerships with state and local agencies which
collaborated with MDPH during the Needs Assessment and will participate in the
ongoing implementation of MCH programs. A comprehensive list of affiliated
organizations is in Appendix 3 and in the MCH Application section 3E “State Agency
Coordination” and includes other HRSA programs, governmental agencies, and private
organizations. In addition to these partnerships, MDPH works closely with programs
within the Department of Public Health who coordinate services across the direct and
population based services. As both MDPH and external partners - such as community
health centers, hospitals, and local programs - are a crucial aspect of service delivery, the
project team sought ongoing feedback in developing MCH state priorities and measures.
Some of these partners include:

e State and local MCH programs that were core to the execution of the
needs assessment, as they are regularly called upon to give input and assist
in strategic planning for the Title V agency

e Other HRSA programs who collaborate with the Title V Agency and are
part of ongoing relationships that were leveraged for the Needs
Assessment either as key informants and sources for the analysis of state
capacity to provide services (e.g., Primary Health Care) or as
representation on the Steering Group to advise the overall Needs
Assessment process (e.g., HIV/AIDS)

e Other programs within the State Department of Health that have similar
roles to the other HRSA programs mentioned above either as key
informants, information sources, or serving as part of the Steering Group.

o0 Two examples of note are the Bureau of Substance Abuse Services
and the Bureau of Community Health Access and Promotion,
which were important information sources and advisors

o0 Another area of note are the several offices and programs (e.g.,
Registry of Vital Records and Statistics, Injury Surveillance
Program, Health Survey Program/Behavioral Risk Factor
Surveillance System) that played a more significant role in
understanding the incidence and prevalence of health issues and
helped guide the development of several of the new performance
measures

e Other governmental agencies and other local public and private
organizations that have ongoing collaborative roles with the Title V
agency assisted in the Needs Assessment either through providing
information that informed the understanding of ongoing and/or emerging
issues in the state or through participation in key informant interviews

Stakeholders’ opinions were part of each step of the Needs Assessment process,
from defining the initial set of priorities and developing population research areas, to
assessing capacity and determining final priorities. Inclusive of surveys executed
specifically for the Needs Assessment, approximately eight hundred stakeholders were
engaged to provide feedback for the Needs Assessment, with over 90% of those coming
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from outside MDPH. While stakeholder engagement required more expense in time and
effort, it was critical to get this level of involvement to ensure the resulting priorities
would be relevant to the populations served.

The collaboration and coordination involved in the Needs Assessment is an
outgrowth of the ongoing collaboration with the community and within the state
throughout the year. The ongoing collaboration with other bureaus within MDPH allowed
for a strong advisory Steering Group with representation from each of the bureaus
working directly with the MCH populations.

The Massachusetts Title V program uses the Life Course perspective to focus
close attention on the needs of at-risk and under-served populations at critical life
transition points and time periods. The program uses a health equity perspective to
mitigate the impact of unequal access to health. Both perspectives require close attention
to emerging trends and understanding of individual family needs through stakeholder
involvement.

The project team conducted 88 interviews of representatives from programs,
providers, and agencies to gain insight into their needs and their impressions of services
provided to date. The interviews focused on individual population needs to inform
priorities. For state, local program, and provider stakeholders, interviews included
questions on their capacity to serve the MCH populations, such as data systems, methods
of external engagement, workforce development and needs, and ability to respond to
emerging and crisis public health issues. Individuals interviewed for the Needs
Assessment included representatives from a wide variety of programs, agencies, and
institutions supporting the needs of MCH populations, including the following examples:

e Bay State Medical Center, Maternal & Fetal Medicine
Boston Public Health Commission
Boston University School of Public Health
Boston Thrive in 5
Bureau of Substance Abuse Services
Care Coordination Program
Catalyst Center for CYSHCN
Center for Families at Children's Hospital Boston
Center for the Study and Prevention of Injury, Violence, and Suicide
Children’s Hospital Boston
Early Intervention
Education Development Center Inc.
Family to Family Health Information Center
Family Planning Program (Title X)
Federation for Children with Special Needs
Head Start
Healthy Start Initiatives in Boston and Worcester
Injury Prevention and Control Program
Institute for Health & Recovery
Massachusetts Alliance on Teen Pregnancy
Massachusetts Breastfeeding Coalition
Massachusetts Center for Birth Defects Research and Prevention

17
Section 2 Partnership



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

The Massachusetts Consortium for CYSHCN (closed in 2009)
MASSTART

Office of Oral Health

Partners for Youth with Disabilities

Pediatric Palliative Care Program

Perinatal HIVV/AIDS Program

Refugee and Immigrant Health Program

Safe Spaces for GLBT Youth

wiIC

Fifteen focus groups of consumers also informed the assessment and gave a more
complete picture of current needs or reactions to potential priorities for the next five
years. The focus groups were conducted strategically across the state to represent
different locations, income levels, cultures, and health care needs. These included the
following:

CYSHCN

e Spanish Speaking Families of children with special health care needs to
gain insight into navigating multiple systems of care for their families
(Western MA — 15 participants)

e Parents of El participants to understand the challenges of navigating the
early childhood system of care (Natick — 10 participants)

e Western Massachusetts youth with disabilities, many of whom were in the
process of transitioning to adulthood, to gain perspective on living with
disabilities in a lower income area which has many rural services (YAC/
Springfield — 7 participants)

Maternal

e Urban WIC participants to gain perspective on low income and racially
diverse new mothers (WIC Cambridge — 6 Participants)

e Suburban mothers to gain perspective on maternal and infant health needs
for a predominately white, middle class area of the state (Needham — 20
Participants)

e Teen mothers from an economically depressed urban high school to
underscore the challenges and needs of being a young mother while
remaining in school (Fall River — 12 Participants)

e Three focus groups with urban Black and Hispanic mothers in Western
Massachusetts in low-income communities to understand their experience
of racism in the health care system (Western MA — 27 Participants)
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e Six focus groups focusing on the different needs of the maternal home

visiting population, EIPP (Somerville and Fall River — 48 participants)

0 Two groups of low-income women to understand their challenges in
finding support and care for postpartum depression

0 Two groups of women who experienced domestic violence to gain
insight into community and social systems response

o Two groups of low-income women who recently gave birth to
understand their experiences as new mothers

The project team created two survey instruments for the adolescent population
and for families with youth with special health care needs to help provide quantitative
feedback on the issues facing those populations and to complement the existing PRAMS
survey of women who have recently given birth. The youth survey was critical as one of
the main venues for feedback, especially on violence and bullying, from the adolescent
population. It had nearly 200 respondents, with the majority collected during the
Connecting for Change conference for youth leaders across the state. The CYSHCN
survey provided insights into families understanding of available resources and the need
for transition and mental services among other issues which are more detailed in section
3D.

Finally, the findings of the Needs Assessment were opened to public feedback via
posting on the state website and through public hearings to allow members of the
community to publicly voice their questions, opinions and concerns. Public Hearings
occurred in the following locations:

Region Venue
Central Worcester Public Library
Northeast Tewksbury Hospital
Western Holyoke Health Center
Boston Department of Public Health Main Office
Southeast Southeast Regional Office in New Bedford
Metro Boston Needham Public Library
Figure 2-1

The collaboration process relied heavily on pre-existing partnerships and
relationships that MDPH has built over time. The Needs Assessment timeframe does not
give sufficient time to build solid relationships with stakeholders but it does provide
several opportunities to begin or build upon existing relationships. The Project Team
used the external interview process to engage with many members of the provider
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community, as well as focus groups to engage with families. The next Needs Assessment
will likely have even greater input, as the Children with Special Health Care Needs

Program further develops its list of essential allies.
Collaborations are further detailed in population sections where the results of the

focus groups and survey findings are presented in further detail.
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IMassachusetts Introduction|

Massachusetts has long been at the forefront of public health. The State’s
population overall has high levels of income and education built upon a diversified
economic base. These advantages have translated into a history of good availability and
access to health services including a history of strong support for funding of health and
social service programs. “During the 1700’s, the smallpox inoculation was pioneered, the
first pure food legislation was enacted and the first public clinics were opened.*” More
recently, the state has served as a model for the nation by instituting comprehensive
health care reform, significantly reducing the ranks of the uninsured and requiring all
residents to have health insurance.

According to Milton Kotelchuck, Chair Emeritus and Professor at the Boston
University School of Public Health, maternal and child health status in Massachusetts is
good, “especially compared with to U.S. national rates.”* However, there still remains
room for improvement. Infant mortality rates have not improved since 2000 and low birth
weight and prematurity rates have deteriorated in the past decade. As a result of these and
other factors, the need for special health and educational services, especially early
intervention, has increased.

A significant trend in Massachusetts, as well as in many other parts of the
country, is that births have become more diverse in terms of maternal race, ethnicity and
age. At the same time, disparities in maternal and child health outcomes, according to
Kotelchuck, and many others, “remain glaring.®” Many social determinants of health,
including income, education, ethnicity and related, well known factors have contributed
to these disparities.

BA. State Overview Demographics

Geography and Demographics

Massachusetts is the 15" largest state by population, based on 2008 estimates.* In
recent years, international migration into the state and births by foreign-born mothers
have nearly offset the migration out of the state. The estimated population of
Massachusetts grew by 2.3% between 2000 and 2008.°> The Commonwealth’s 6,497,967
residents included the following:

e 15.9% (1,033,950) females aged 0-24 years
e 16.2% (1,058,962) males aged 0-24 years
o 13.8% (895,299) women aged 25-44 years®

Residents live in a wide mix of urban, suburban and rural areas. The eastern part
of the state, excluding Cape Cod and the Islands, is relatively dense and urbanized
compared to the west, which is mostly rural. According to 2008 census estimates, nearly
63% (4,103,594) of the Massachusetts population lives within the group of eastern
counties immediately surrounding and including Boston.” The largest cities in the state
are:

e Boston in the east (pop. 609,023),% the state capital
e Worcester in central Massachusetts (pop. 175,011)°
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e Springfield in the west (pop. 150,640)°
e Cambridge in the east (pop. 105,596)°
o Lowell in the northeast (pop. 103,615)™

Population centers in the state include cities now challenged by economic
downturns in agriculture, manufacturing, fishing, and most recently the financial
downturn impacting the value of housing. These areas include Worcester, Springfield,
and Lowell.

Urbanized Area = Densely setiedterritory that contains ) ;._,’pf/'ﬁ
5,000 people ormore per city or town. TV

Sowoe: Oliver MassGIS Wiewer M4 2000 Wban Boundaries

Figure 3A-1

Two islands, Martha's Vineyard and Nantucket are located 5 and 16 miles off the
Cape Cod shore. With a combined year-round population of approximately 27,000 and
a summer population that swells to five times that number, these rural island communities
face challenges in meeting their health care needs similar to the rural areas in other parts
of the state.

Rural areas predominate in the western section of the state, where the Berkshire
Mountains separate many small towns with limited health services. Franklin County in
the northwest has just 102 people per square mile.* Less than a fifth of Massachusetts'
residents live in communities that cover about 65% of the state’s landmass.™®

In addition to geographic barriers, the western part of the state has economic
challenges. Farming is still an important industry in rural areas, which is based on small
landholdings and dependency on local markets. Manufacturing has declined gradually for
over a century, and many companies have moved out of the state for lower wages and
better access to transportation. The economic decline in many areas translates into lower
investment in and access to health services.

The entire state is divided into 351 cities and towns, which are the functioning
units for most local services, including public health, below the state level. There are no
county health systems. However, the Department of Public Health grouped the
Commonwealth’s cities and towns into 27 Community Health Network Areas (CHNAS).
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In each CHNA, health and human service providers collaborate with residents to engage
in systematic community planning, and build on existing coalitions and cooperative
efforts.

Immigration and Race/Ethnicity Trends

The race and ethnic make-up of Massachusetts has changed dramatically since the
mid-twentieth century. In 1950, one out of 50 people was non-White; today, one in five is
non-White. According to 2008 Census estimates, racial and ethnic minorities constituted
21% of the Massachusetts population (non-Hispanic Blacks 5.9%, Hispanics 8.6%, non-
Hispanic Asians 4.9%, and two or more races 1.2%). This is a change of 4% since 2000
with a nearly 2% overall increase in the portion of Hispanics. In 2000, minorities
constituted 17% of the population (Non-Hispanic Blacks 5.5%, Hispanics 6.8%, Asians
3.8%, and two or more races 0.9%).

By 2010, Massachusetts’ population is projected to increase moderately to
6,649,441 with minority populations continuing to account for a large portion of
population growth. In several Massachusetts communities, including Boston, minority
groups now constitute the majority of the population.

Massachusetts continues to rank 8" in the U.S. in its population of foreign-born
persons. The percent of foreign-born residents increased from 12.2% to 14.2% from 2000
to 2007.** According to a 2007 report from the Pew Hispanic Center, among foreign-
born persons in Massachusetts:

35% were from Latin America
27% were from Asia

27% were from Europe

7% were from Africa

4% were from North America®

The large percentages of immigrants coming from Latin America, Asia, and
Europe challenge providers of health services to accommodate diverse language and
cultural backgrounds. The following chart presents the top five countries of origin based
on world region of birth.

1. Portugal 1. 26.8%
2. ltaly 2. 11.4%
Europe 3. United Kingdom 3. 10.2%
4. lIreland 4. 7.2%
5. Russia 5 7.0%
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1. China 1. 19.5%
2. Vietnam 2. 15.1%
Asia 3. India 3. 13.9%
4, Cambodia 4. 6.8%
5. Korea 5 6.7%
1. Western Africa (Other than 1. 42.5%
Sierra Leone, Nigeria and
Ghana)
Africa 2. Eastern Africa 2. 15.7%
3. Northern Africa 3. 13.7%
4. Sierra Leone 4, 7.1%
5. Ghana 5. 6.2%
1. Dominican Republic 1. 17.2%
2. Canada 2. 14.8%
Americas 3. Brazil 3. 13.5%
4, Haiti 4. 6.8%
5. El Salvador 5. 6.8%
Figure 3A-2

Estimates of the number of immigrants and refugees, especially unauthorized
immigrants, vary due to the inherent difficulty in counting changing populations whose
language is not English. These individuals who experience cultural isolation are often
reluctant to talk to outsiders, especially those who have questions about immigration
status. A PEW study estimated the unauthorized immigrant population in the
Commonwealth at 190,000, ranking the state as 14" in unauthorized immigrants, directly
behind Maryland, Colorado, and Nevada.®

Twenty percent of Massachusetts residents spoke a language other than English at
home based on the 2007 census survey. Among those aged 5 years and older, 34% spoke
Spanish at home, which represents the largest second language group. Among all those
that speak a language besides English at home, 43% report speaking English ‘less than
very well’.

o 45% of Spanish native speakers are “less than well” fluent in English.
e 50% of Asian and Pacific Island native speakers are “less than well” fluent
in English.*’

Unfortunately in the Commonwealth, racial and ethnic differences often correlate
with economic and health differences. Minority populations in Massachusetts in many
cases have a lower socioeconomic status and have less access to services, including
opportunities for exercise and access to healthy foods, in addition to preventative health
services.
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e Thirty-nine percent of those living below 100% FPL in Massachusetts are
minorities, nearly twice as many as in the population as a whole.

e Forty-one percent of Hispanics and 30% of blacks live under 100% FPL in
Massachusetts.

The high cost of living in the state challenges low income and minority
populations. Massachusetts has a lower portion of the population living under 200% of
the FPL compared with the nation (31% versus 36%), but it has a higher median annual
household income.™ As a result, housing and food costs are higher than in many other
states. For example, a worker earning minimum wage ($6.75) would have to work 134
hours a week to afford a two-bedroom apartment in Boston.™ The challenge for low
income individuals to maintain living standards in the state translates into decreased
ability to move out of their current socio-economic class.

While Massachusetts health care reform, especially in health insurance, has
enabled low-income and minority populations to have dramatically improved access to
health care services, their effect on well-documented disparities in health outcomes for
minorities have yet to be fully measured. Health insurance is readily available, but the
demand on primary care has underlined primary care provider shortages. Further, much
of the current health care system is unable to deal with linguistic and cultural differences
of many of the newly insured. These challenges continue to threaten the opportunity for
many low income groups to achieve parity with the state’s average health outcomes. As a
result, disparities in health outcomes are a consideration in all priorities and activities of
the Massachusetts Title V agency.

The following sections discuss the MCH populations in more detail by population
with a focus on areas of disparity and how disparities impact the overall health outcomes
of the state.
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3B. Pregnant Women, Mothers and Infants

Overview
Demographics

In 2008, there were 1,357,864 women (20.9% of the state’s 6,497,967 estimated
population) aged 15-44 years residing in Massachusetts, representing the population of
women of childbearing age in the state." The characteristics of this female population
were the following:

Race/ethnicity

e White non-Hispanic 1,028,230 (75.7%)
¢ Black non-Hispanic 97,246 (7.2%)
e Asian non-Hispanic 89,430 (6.6%)
¢ American Indian non-Hispanic 3,562 (0.3%)
e Hispanic 139,406 (10.3%)
Age groups
e 15-19 years 228,275 (16.8%)
o 20-24 years 234,290 (17.3%)
e 25-29 years 212,131 (15.6%)
e 30-34 years 201,193 (14.8%)
e 35-39 years 228,610 (16.8%)
o 40-44 years 253,365 (18.7%)

Educational attainment?
Among women aged 18-24 years:
e 10.0% have less than a high school education
e 27.9% are high school graduates (including equivalency)
e 44.7% have some college education or an associate’s degree
e 17.3% have a bachelor’s degree or higher
Among women aged 25 years and over:
e 4.9% completed less than 9™ grade
6.2% completed 9™-12™ grade but do not have a diploma
27.2% are high school graduates (including equivalency)
16.0% have some college education, but no degree
8.7% have an Associate’s degree
21.5% have a Bachelor’s degree
15.4% have a Graduate or professional degree

A brief note on BRFSS derived data referenced below:

The Behavioral Risk Factor Surveillance System (BRFSS) is a continuous,
random—digit—dial, landline-only telephone survey of adults ages 18 and older and is
conducted in all states as a collaboration between the federal Centers for Disease
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Control and Prevention (CDC) and state departments of health. The survey has been
conducted in Massachusetts since 1986. The BRFSS collects data on a variety of health
risk factors, preventive behaviors, chronic conditions, and emerging public health issues.
The information obtained in this survey assists in identifying the need for health
interventions, monitoring the effectiveness of existing interventions and prevention
programs, developing health policy and legislation, and measuring progress toward
attaining state and national health objectives.

Each year, the BRFSS includes a core set of questions developed by the CDC on
health status, health care access and utilization, overweight and obesity status, asthma,
diabetes, immunizations, tobacco use, alcohol consumption, HIV/AIDS testing, and other
selected public health topics. In addition to the core CDC questions, the Massachusetts
Health Survey Program, in collaboration with Massachusetts Department of Public
Health programs, added a number of topics to the surveillance instrument including
environmental tobacco exposure, disability and quality of life cancer survivorship, sexual
violence, and other selected topics. Interviews are administered in the respondents’
preferred language, with a choice of English, Spanish, or Portuguese.

All percentages from the BRFSS data are weighted to the total Massachusetts
population. The weighting adjusts for both the probability that an individual is selected to
participate in the survey and differential participation by sex, age, and race-ethnicity.
The BRFSS data are weighted to take into account differences in probabilities of
selection due to the telephone number, the number of telephones in a household, and the
number of adults in a household. Adjustments are also made to account for non-response
and non-coverage of households without landline telephones. All the weighting factors
are multiplied together to get the final weight for each respondent so that the weighted
BRFSS data represents the adult population of Massachusetts.

Massachusetts sample design includes three questionnaires (versions or ““splits™),
to allow for an increase in the number of questions asked without an increase in the
length of the survey. Beginning in 2008, additional weights have been calculated for use
with guestions that are asked on only one version (*“split’’) of the questionnaire.

The intent of these ““split weights™ is to obtain a more accurate estimate of
prevalence for health indicators that are asked of only a portion of the survey
respondents. The 2008 BRFSS contained three splits: split 1 contained 6,802
respondents, split 2 contained 6,945 respondents, and split 3 contained 6,812
respondents.

Health Insurance and Access to Care

Insurance coverage and affordability affect access and use of health care.
According to the 2006-2008 BRFSS data, 96.5% of women aged 18-64 years reported
having health insurance, 80.9% reported that they had a checkup within the past year, and
7.3% reported that cost prevented them from seeing a doctor at some point within the past
year. The percentage of women reporting that cost prevented them from seeing a doctor
at some point within the past year by age was as follows:

e 14.29% among women aged 18-24 years
e 9.8% among women aged 25-29 years
o 7.3% among women aged 30-34 years
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8.3% among women aged 35-39 years
7.4% among women aged 40-44 years
8.9% among women aged 45-49 years
7.6% among women aged 50-54 years
5.8% among women aged 55-59 years
5.1% among women aged 60-64 years

The percentage of women reporting that cost prevented them from seeing a doctor
at some point within the past year was more than two times greater among Black non-
Hispanic and Hispanic compared to White non-Hispanic:

6.0% among White non-Hispanic
13.1% among Black non-Hispanic
16.8% among Hispanic

7.3% among Asian

The percentage of women reporting that cost prevented them from seeing doctor
at some point within the past year was more than two times greater among women with
less than high school and one and half times greater among women with a high school
diploma or some college compared with women with a college degree or more. The
percentages were the following:

13.5% among women with less than high school

8.9% among women who completed high school

8.4% among those who completed 1-3 years of college

4.8% among those who completed more 4 or more years of college

The percentage of women reporting that cost prevented them from seeing a doctor
at some point within the past year also varied by income:

16.2% among women with an annual income below $15,000

12.0% among women with an annual income between $15,000-24,999
11.3% among women with an annual income between $25,000-34,999
9.5% among women with an annual income between $35,000-49,999
5.7% among women with an annual income between $50,000-74,999
2.6% among women with an annual income of $75,000 or more

The following statistics from the 2007-2008 Massachusetts PRAMS surveillance
report, the 2008 Massachusetts birth certificates, and the 2006-2008 MA BRFSS
highlight key points regarding current trends in the insurance status and health care

access of women of childbearing age in Massachusetts:

3.4,5

13.9% of postpartum women reported having no health insurance prior to
their pregnancy; 65.9% reported having private/HMO insurance coverage;
11.0% reported having Medicaid only; and 9.2% reported having
Medicaid and private insurance coverage pre-pregnancy (PRAMS 2007-
2008)

Based on the 2008 Birth Report, the distribution of prenatal care payment
was the following:
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63.6% private

35.2% public

0.5% self-paid
0 0.7% other

e Statewide in 2008 Medicaid/MassHealth funded 25.9% of prenatal care;
Medicaid/MassHealth supported prenatal care for about half of Black and
Hispanic, 19.7% of Asian, and 19.0% of White mothers (2008 Birth
Report)

e Among all state resident women aged 18-44 years, 11.7% reported not
having a personal care provider and the percentage of individuals with a
personal care provider increased with age. Hispanic (22.0%), Black
(13.4%), and Asian (12.1%) were less likely than White (10.1%) to have a
personal care provider (2006-2008 BRFSS)

e Cost was identified as a primary barrier to accessing a care provider.
Women aged 18-24 years were more likely to report cost as a barrier
(14.2%) compared to women aged 25-29 years (9.8%), 30-34 years
(7.3%), 35-39 years (8.3%), and 40-44 years (7.4%) (2006-2008 BRFSS)

O OO

Data from a 2010 joint study (Blue Cross Blue Shield and the Urban Institute)
demonstrated that health care reform in Massachusetts has helped to increase access and
utilization of health insurance and health care services for many women, particularly low-
income women, minority populations, and women who were more likely to lack access
prior to reform.

e Lower-income women realized a 9.4% gain in insurance coverage, from
85.1% in fall 2006 to 94.5% in fall 2009

e Insurance coverage for racial/ethnic minority women increased from
89.6% in 2006 to 95.5% in 2009, gaining 5.9%

e The percentage of lower-income women who visited a doctor in the past
12 months increased by 8.4%, from 81.4% in 2006 to 89.8% in 2009

e For minority women, the percentage with a doctor visit was up by 10.6%
under health reform, from 75.3% in 2006 to 85.8% in 2009

Despite significant gains, many challenges and barriers remain which prevent
women from obtaining health care coverage or accessing health care services (such as
finding a provider or meeting a health care need). This is particularly true for younger
women, low-income women, and minority populations.’

e In the fall of 2009 an estimated 60,000 women remained uninsured:
0 36.7% of uninsured women were ages 18-25 years
0 78.1% of uninsured women lived between 100% and 300% of the
federal poverty line
0 30.7% of uninsured women were of minority status
0 26.4% reported being in fair or poor health, nearly double that of
insured women (13.9%)
e The following groups of women were more likely to experience barriers to
accessing health care services: mothers with dependent children, single
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women (unmarried), women whose family income was between 100%-
300% of the federal poverty level, and women in poor health. In 2009:
0 43.6% of single women had an unmet health care need and 43.4%
of single women had difficulty finding a provider
0 37% of families between 100%-300% of the federal poverty level
had an unmet health care need and 34.7% had difficulty finding a
provider
0 25.3% of women in fair or poor health had an unmet health care
need and 18.9% had difficulty finding a health care provider

Other challenges became apparent during a set of focus groups that were
conducted with women in three communities: Cambridge, Needham, and Fall River,
Massachusetts. Many questions focused on women’s experiences of the perinatal health
care they received. In regards to insurance and access to health care, women reported a
desire for stronger continuity of care, especially before and after the six week postpartum
visit. Focus group participants felt that many services were lacking or hard to access
including support groups for new moms, support groups for mothers focused on social-
emotional support, home-visits for mothers following delivery and discharge from the
hospitals, support groups or other services for new fathers facilitated by male educators,
and family-oriented resources. Focus group participants expressed the need for a
centralized locale or access to available resources such as a website.

A fourth set of focus groups, conducted with participants of the Fall River and
Cambridge/Somerville Early Intervention Partnership Programs (EIPP) specifically asked
women about their experiences with their health care provider. In regards to provider-
client engagement, participants voiced a desire for more active listening by providers
when they ask additional questions, carefully probing for more information, and making
eye contact.

3B.1 Massachusetts Births: Numbers, Rates, and Demographics

Number of Births/Birth Rate

In 2008, the most recent year for which birth data are available, the number of
births to Massachusetts residents was 76,969, down from 77,934 in 2007.% The number of
births to Massachusetts residents has declined by 16.8% since 1990 when births totaled
92,461. The birth rate (the total number of births per 1,000 women aged 15-44 years)
declined by 9% between 1990 and 2008 from 62.1 to 56.5.° The 2007 Massachusetts
birth rate was 19% below the national fertility rate of 69.5 per 1,000 women aged 15-44
years.'? Several significant changes were observed in the characteristics of mothers
giving birth in Massachusetts:

e American ancestry declined by 948 (3.0%) between 2007 and 2008

e Asian Indian ancestry increased by 193 (14.2%) between 2007 and 2008

e Middle Eastern ancestry increased by 113 (14.9%) between 2007 and
2008
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e Since 1980 the distribution of births to mothers aged less than 30 years
versus mothers aged 30 years and older has changed notably. In 1980,
approximately 25% of Massachusetts mothers were aged 30 and over;
however, by 2008, this percentage more than doubled to 53%"

e Births to women aged 30 years and less have been steadily declining [See
Figure 3B-1 below]

e Massachusetts was the first state to have more births to women over the
age of 30 than to those under 30

e The birth rate to women aged 40-44 years increased from 6.9 in 1990 to
13.0 in 2008

e The birth rate to women aged 45 years or older increased from 0.3 to 0.8
per 1,000 women aged 45-49 during this same period. '* The health and
social implications of this shift are yet not fully understood, and will be
monitored closely

Number of Births by Mother's Age:
Massachusetts 1990-2008
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Source: MDPH, Bureau of Health Information, Statistics, Research and Evaluation

Figure 3B-1
Births by Race/Ethnicity and Mother’s Place of Birth

Between 1990 and 2005, the overall number of births in the state decreased by
16.9%, from 92,461 to 76,824. Between 2005 and 2007, there was a slight increase
(1.4%) in the total number of births across the state. The breakdown of the 2008 births
among Massachusetts residents by race/ethnicity was as follows:

e 67.2% White non-Hispanic
e 14.2% Hispanic
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8.6% Black non-Hispanic
7.7% Asian
2.2% American Indian or other'

The percentage of births to non-U.S.-born mothers in 2008 was 27.7% and did not
change significantly from the 2007 figure of 27.2%.
Of the 51,760 births to White, non-Hispanic women in Massachusetts in 2008:

13.0% were to women born in countries other than the US
0.2 % were to women born in the U.S. Territories

Among the 10,895 births to Hispanic mothers:

47.4% were to foreign-born women
17.1% were to women born in the U.S. Territories

Among the 6,652 births to Black, non-Hispanic mothers:

51.3% were to foreign-born women
0.2% were to women born in the U.S. Territories

Among the 5,958 births to Asian women:

86.2% were to foreign-born women

Among the 1,562 births to mothers who designated themselves as American
Indian or other race:

Teen Births

57.2% were to non-U.S.-born women **

In 2008, there were 4,583 births among women aged 15-19 years, a decrease of
361 births from 2007. The Massachusetts teen birth rate decreased from 22.0 births per
1,000 women aged 15-19 years in 2007 to 20.1 in 2008 [See Figure 3B-2 below].”® In
2008, the Massachusetts teen birth rate was 53% below the 2007 U.S. teen birth rate of
42.5 births per 1,000 women aged 15-19 year.'® The distribution of teen births in 2008
was as follows:

30% of teen births were to women aged less than 18 years (1,401 births)
70% were to women aged 18-19 years (4,623)

Compared with 2007, births to women aged 18 years and under decreased
and births to women aged 19-20 years increased significantly in 2008

The number of births to young teens (aged 10-14 years) was 40 in 2008
compared with 49 in 2007, but this was not a significant decrease

Teen birth rates decreased for White non-Hispanic, Hispanic, and Asian
women but not for Black non-Hispanic women

Compared with 1998, 2008 birth rates for all race and ethnicity groups
declined significantly: from 16.7 to 11.7 among White, non-Hispanics;
from 71.5 to 32.4 among Black, non-Hispanics; from 121.6 to 66.7 among
Hispanics; and from 26.5 to 13.0 among Asians

Of the 4,619 teen (< 20 years of age) births occurring across the state in
2008, 2,035 (44.1%) were births to White, non-Hispanic mothers, 592
(12.8%) to Black, non-Hispanic mothers, 1,696 (36.7%) to Hispanic
mothers, and 296 (6.4%) to mothers of Asian, American Indian, other or
unknown race and ethnic descent
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Some Massachusetts communities have teen birth rates that are consistently
higher than the statewide rate of 20.1 per 1,000 teens aged 15-19 years (up to three to five
times the statewide rate). Communities with the highest teen birth rates in 2008 included:

e Holyoke: 115.3 per 1,000 teens aged 15-19 years
Chelsea: 97.0 per 1,000 teens aged 15-19 years
Lawrence: 80.9 per 1,000 teens aged 15-19 years
Springfield:  61.4 per 1,000 teens aged 15-19 years
Southbridge: 60.9 per 1,000 teens aged 15-19 years
Worcester:  36.5 per 1,000 teens aged 15-19 years

Public health science recognizes the relationship between health outcomes, social
conditions, community culture and perceptions, and individual characteristics and beliefs.
All of these factors influence pregnancy rates and reproductive choices of teens at the
national, state, community and individual levels. We collect universal and accurate
information about teen births. Therefore we can precisely discuss teen births as a marker
for all teen sexual behavior. However, we know that there is a cascade of intermediate
health outcomes on the way to a teen birth, each of which may pose risks to teen health
(whether or not a birth occurs) and each of which, conversely, offers opportunities for
prevention.

In each of the six communities in the Commonwealth with the highest teen birth
rates, the MDPH Office of Adolescent Health and Youth Development (OAHYD) funds
and monitors teen pregnancy prevention programs which provide, through youth
serving community based organizations or health centers, the following services to youth
at risk for teen pregnancy:

e Evidence based teen pregnancy prevention curricula which specifically
address teen pregnancy prevention and STI/HIV risk and protective
factors
Access to reproductive health care and reproductive health information
Youth leadership and service learning opportunities
Targeted programs for DCF involved and youth in foster care
Services supporting parental and community involvement in reducing
teen pregnancy risk
e Comprehensive site specific and cross-site evaluation of delivered

programming

Community-based agencies and community health centers in these 6
communities are replicating science-based programs to prevent primary teen pregnancy,
sexually transmitted infections (STIs) including HIV/AIDS, and early sexual activity
among youth ages 10-19. Programs being replicated include "Making Proud Choices" an
after-school culturally competent program model, "Teen Outreach Program (TOP)" a
comprehensive service-learning program, "California Siblings Program" an intensive
case-management program targeting siblings of parenting teens, "Focus on Kids" a
community-based risk reduction program and an adaptation to the CAS-Carrera
adolescent pregnancy prevention model. These programs are culturally competent,
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science-based, medically accurate, and are designed to prevent teen pregnancy through
comprehensive programming delivered through a public health approach.

The goal of the MDPH OAHYD Teen Pregnancy Prevention Program is to
promote healthy behavior, responsible decision making and increased opportunities for
at-risk youth. The guiding principle is the investment of all community members in
increasing the awareness and ownership of the risks, costs and problems associated with
teen pregnancy, in order to create local solutions. The health outcome goals of the
program are:

e Increased abstinence and delayed onset of sexual activity among pre-
adolescent and adolescent males and females

e Reduced rates of youth engaging in health-related risk behaviors
including, but not limited to, risky sexual behaviors

e Decreased incidence of teen pregnancies and births, STDs, and HIV
infection

Given the complex factors shaping teen sexual behavior and health outcomes,
many programs of the Boston Public Health Commission (BPHC) are relevant to teen
pregnancy. A subset of BPHC programs has teen health, including teen sexual behavior
and reproductive health, as their major focus. Those are programs within the Bureau of
Child, Adolescent and Family Health. They prevent adverse health outcomes for teens
and offspring of teens and increase protective factors for teens and their children through
four types of activities:

e Health education of teens and health leadership development among teens

e Personal preventive health services

e Health and supportive services for teens who do become pregnant and for
their babies

e Infrastructure and capacity building to promote teen health

The birth rate for teens also varied by rural versus non-rural residence of the
mother. Of the 4,583 teen births among women aged 15-19 years across the state in 2008:
e 4,021 (87.7%) occurred among non-rural communities
e 509 (11.1%) within rural communities

The percentage of births to teens aged 15-19 years with at least one prior birth
was 11.9% in 2008; this percentage was 6.2% among females aged 15-17 years and
14.2% among females aged 18-19 years:

e In 2008, there were 567 births to teen mothers aged less than 20 years with
at least one prior birth, down from 584 in 2007. Of these:
0 280 (49.4%) had a short interpregnancy interval (less than 12 months)
0 264 (46.6%) had an interpregnancy interval between 12 and 35 months
0 23 (4.1%) had an interpregnancy interval equal to or greater than 36
months'”’

There are significant racial and ethnic disparities in teen birth rates in
Massachusetts. In 2008, teen birth rates decreased for Whites, Hispanics, and Asians but
not for Blacks. Even though the rates for Whites and Hispanic declined, the gap in the
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teen birth rate between Hispanics and White non-Hispanics increased with the Hispanic
rate 5.7 times that of White non-Hispanic (66.7 vs. 11.7 per 1,000 women ages 15-19
years). Teen birth rates have been consistently higher among Hispanics compared to the
statewide rates since 1990 [See Figure 3B-2].

For more than a decade, the Massachusetts Department of Public Health has been
empowering communities with high teen birth rates through the annual release of
community teen birth packets via the analysis of selected maternal and child health
indicators. Previous responses to the packets, which target the most adversely affected
communities, have been community mobilization to broaden public awareness as well as
the establishment of strategic initiatives to address concerning issues or trends.

Teen Birth Rates among Hispanic vs. State Overall: 1990-2008
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Figure 3B-2

Multiple Births

The overall percentage of Massachusetts births in 2008 that were multiples was
4.5%, compared with 4.3% in 2000. The percentage of multiples decreased by 6.3%
between 2004 (4.8%) and 2008 (4.5%). However, since 2006, this percentage has
remained largely stable. 8 1n 2008, the total number of multiple births was 3,494,
approximately 4.5% of all births (3,365 twins and 129 triplets or higher-order multiples).
e The percentage of multiple births to mothers aged 35 years and older was
7.4%

e The percentage among women aged less than 35 years was 3.7%
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e The percentage of multiple births among women aged 35 years and older
steadily increased between 1995 and 2002 from 5.0% to 7.9%. Since then,
the rates have fluctuated between a high of 7.6% in 2005 and a low of
6.8% in 2007

e Among women aged less than 35 years, the percentage steadily increased
between 1995 and 2004 from 2.9% to 4.0% and has remained stable at
3.7% from 2005 to 2008

e The percentage of multiple births continues to be highest among White
non-Hispanic mothers (5.1%)

e The percentage of multiple births among Black, non-Hispanics increased
from 3.1% in 2007 to 4.0% in 2008. There were no other significant
changes in the percentage of multiple births by race and ethnicity during
this time interval

e Of the 3,494 multiple births in Massachusetts in 2008, 53.8% percent of
twins and 87.6% of higher-order multiples were low birth weight (LBW)
compared to 5.5% of singletons during this same time period (LBW will
be discussed in greater detail in a subsequent section)

Method of Delivery

The percentage of births delivered by cesarean section has increased rapidly both
nationally and in Massachusetts. The proportion of Massachusetts births that were
cesarean deliveries in 2008 (34.3%) was 8% higher than the national rate of 31 8%.%°
Since 1990 the prevalence of cesarean delivery has demonstrated an overall annual
percentage increase of 52.4%, an increase that is statistically significant at the p<0.05
level [See Figure 3B-3 below]. However, for the second consecutive year, the cesarean
delivery rate did not increase significantly from the previous year (2006: 33.4%;
2007:33.7%; 2008:34.3%). The cesarean delivery rate varied across Massachusetts
hospitals, ranging from 19% to 47%.

e In 2008, the prevalence of cesarean delivery among low risk women with
no prior cesarean was 29.6% compared to 15% for the HP2010

e Among low risk women with prior cesarean, the prevalence of cesarean
delivery was 91.1% compared to 63% for the HP2010 goal
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Cesarean Deliveries in Massachusetts and the United States: 1980-2008
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Figure 3B-3

The prevalence of cesarean delivery by racial and ethnic group did not change
between 2007 and 2008:

e In 2008 Hispanic and Asian mothers continued to have the lowest
cesarean delivery rates (29.3% and 31.6%, respectively)

e White non-Hispanic and Black non-Hispanic mothers continued to have
the highest rates (35.5% and 35.4%, respectively)

e Brazilian mothers had the highest percentage of cesarean deliveries
(43.4%), followed by Haitian and Portuguese mothers (39.8%)

e Guatemalan (21.7%), Cambodian (19.9%), and Honduran (19.8%)
mothers had the lowest percentage of cesarean deliveries

Dr. Eugene Declercq and colleagues from the Boston University School of Public
Health used data from the Massachusetts Pregnancy to Early Life Longitudinal (PELL)
data system, which links Massachusetts delivery records (birth certificates and fetal death
reports) with delivery-related hospital discharge records for both the mother and the
child, to examine rehospitalizations associated with “no-indicated risk” (NIR) cesarean
deliveries.”' The authors made the following conclusions:
e Clinicians should be aware of the increased risk for maternal
rehospitalization after cesarean deliveries among low-risk mothers when
counseling women about their choices
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e (Cesarean deliveries also have substantially greater costs both initially and

as a result of these rehospitalizations

The Massachusetts Pregnancy Risk Assessment Monitoring System (PRAMS) is
a collaborative surveillance project between the CDC and the Massachusetts Department

of Public Health that collects state-specific, population-based data on maternal attitudes
and experiences before, during, and shortly after pregnancy. PRAMS was implemented
2007 and offered a new valuable source of information on the prevalence of factors
leading to cesarean deliveries across the state. PRAMS data show the following for 200
deliveries among Massachusetts residents:
68.3% were vaginal deliveries
15.6% were cesarean deliveries with labor
16.1% were cesarean deliveries with no labor reported
Among those who reported having a cesarean delivery:
0 83.6% reported that the decision to have a cesarean delivery was
made by their health care provider either before or during labor.
0 14% of women reported that it was their decision to have a
cesarean section and they made this decision before going into
labor
0 2.4% reported that it was their decision but that they made it
during labor
0 Among women with no prior cesarean section history, only 5.2%
reported that they made the decision to have the section before
labor and 2.6% reported making this decision during labor?
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Source of Cesarean Delivery by Request by Birth History: Massachusetts 2008
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Figure 3B-4

3B.2 Health of Women

Overall Health Status

Self-assessed health status is a predictor of mortality and morbidity. General
health status may be influenced by all aspects of life, including behaviors, the physical
environment, and social factors. General health status is useful in determining unmet
health needs, identifying disparities among subpopulations, and characterizing the burden
of chronic diseases within a population.” Based on BRFSS 2006-2008 data, 12.8% of
Massachusetts resident adult women aged 18-64 years reported having fair or poor
health. The overall health status varied by age and was as follows:

7.6% among women aged 18-24 years
7.7% among women aged 25-29 years
7.0% among women aged 30-34 years
6.5% among women aged 35-39 years
9.7% among women aged 40-44 years
11.2 % among women aged 45-49 years
13.0% among women aged 50-54 years
13.7% among women aged 55-59 years
16.9% among women aged 60-64 years
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Hispanic and Black non-Hispanic were more likely to report having fair or poor
health compared to White non-Hispanic and Asian. The breakdown by race/ethnicity and
was as follow:

e 10.9% among White non-Hispanic
e 20.8% among Black non-Hispanic
e 29.5% among Hispanic

e 5.8% among Asian

The percentage of women who reported having fair or poor health was higher
among women with less than high school and high school compared to women with
women with any college. The breakdown was as follows:

e 39.4% among women with less than high school
18.3% among women who completed high school
12.1% among those who completed 1-3 years of college
5.5% among those who completed more 4 or more years of college

Overall health status also significantly varied by household income and was as
follows:

e 38.0% among women with an annual income below $15,000
e 25.1% among women with an annual income between $15,000-24,999
e 15.7% among women with an annual income between $25,000-34,999
e 11.0% among women with an annual income between $35,000-49,999
e 6.7% among women with an annual income between $50,000-74,999
e 3.8% among women with an annual income of $75,000 or more

Quiality of Life

According to BRFSS 2006-2008 data, the prevalence of women reporting having
had 15 days or more of limited physical or mental health was 6.1%. The breakdown by
race ethnicity was as follows:

e 5.8% among White non-Hispanic
7.7% among Black non-Hispanic
9.1% among Hispanic
2.5 % among Asian

The prevalence of women reporting having had 15 days or more of limited

physical or mental health by age was as follows:

3.6% among women aged 18-24 years
6.7% among women aged 25-29 years
3.3% among women aged 30-34 years
4.9% among women aged 35-39 years
5.1% among women aged 40-44 years
6.1% among women aged 45-49 years
8.5% among women aged 50-54 years
7.6% among women aged 55-59 years
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e 8.0% among women aged 60-64 years

The prevalence of women reporting having had 15 days or more of limited

physical or mental health also varied by income:

e 29.9% among women with an annual income below $15,000

e 11.2% among women with an annual income between $15,000-24,999

e 7.2% among women with an annual income between $25,000-34,999

e 5.2% among women with an annual income between $35,000-49,999
3.1% among women with an annual income between $50,000-74,999
e 2.4% among women with an annual income of $75,000 or more

Oral Health

Oral health is an important component of one’s general health. Preventive dental
services such as teeth cleaning, early diagnosis and treatment of tooth decay and
periodontal diseases occur during regular visits to a dental provider. In the United States,
one-fourth of adults over age 60 years have lost all of their teeth. The primary cause of
tooth loss is tooth decay, affecting more than 90 percent of adults over age 20 years, and
advanced gum disease, which affects between 4 to 12 percent of adults.**

According to the 2008 BRFSS data, 79.0% of adult female reported having visited
a dentist or a dental clinic. The breakdown by race was the following:

79.8% among White non-Hispanic
72.5% among Black non-Hispanic
73.6% among Hispanic

81.8% among Asian

The percentage of women reporting having visited a dentist or a dental clinic

varied by age and was as follows:

e 76.3% among women aged 18-24 years
78.7% among women aged 25-29 years
75.1% among women aged 30-34 years
81.8% among women aged 35-39 years
83.3% among women aged 40-44 years
82.8% among women aged 45-49 years
85.9% among women aged 50-54 years
81.7% among women aged 55-59 years
80.5% among women aged 60-64 years

The percentage of women reporting having visited a dentist or a dental clinic
varied by education level and was as follows:
e 59.7% among women with less than high school
e 73.1% among women who completed high school
e 78.7% among those who completed 1-3 years of college
e 86.3% among those who completed more 4 or more years of college
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The percentage of women reporting having visited a dentist or a dental clinic
varied by household income and was the following:
e 60.2% among women with an annual income of < $15,000

65.1% among women with an annual income of $15,000-24,999
73.0% among women with an annual income of $25,000-34,999
74.3% among women with an annual income of $35,000-49,999
82.9% among women with an annual income of $50,000-74,999
89.5% among women with an annual income of $75,000 or more

BRFSS 2008 data also indicate that 15.1% of adult females reported having lost
five or more teeth due to decay or gum disease. The breakdown by race was the
following:

15.1% among White non-Hispanic
20.8% among Black non-Hispanic
15.2% among Hispanic

1.9% among Asian

The percentage of females reporting having lost five or more teeth due to decay or

gum disease by age was the following:

e 3.7% among women aged 25-29 years
2.5% among women aged 30-34 years
4.8% among women aged 35-39 years
5.7% among women aged 40-44 years
9.3% among women aged 45-49 years
11.9% among women aged 50-54 years
17.3% among women aged 55-59 years
27% among women aged 60-64 years

The percentage of adult females reporting having lost five or more teeth due to
decay or gum disease varied significantly by education level and was more then 2-6 times
greater among women with less than high school education compared to those with any
college education:

35.5% among women with less than high school

25.0% among women who completed high school

15.3% among those who completed 1-3 years of college

5.5% among those who completed more 4 or more years of college

Similarly, the percentage of adult females reporting having lost five or more teeth
due to decay or gum disease was varied significantly by household income and was as
follows:

e 38.5% among women with an annual income of < $15,000

e 29.8% among women with an annual income of $15,000-24,999
e 23.9% among women with an annual income of $25,000-34,999
e 18.7% among women with an annual income of $35,000-49,999
¢ 9.3% among women with an annual income of $50,000-74,999
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e 3.7% among women with an annual income of $75,000 or more
Risk Factors and Preventive Behaviors
Smoking

Smoking is a major risk factor for cancer, heart, and lung diseases. In the United
States, more than 8.6 million people have at least one serious illness caused by
smoking.*’ In Massachusetts, more than 9,000 residents die each year from the effect of
tobacco. The health and economic burden of tobacco use has resulted in more than 3.9
billion dollars per year in health care cost in Massachusetts. The Massachusetts Tobacco
Control Program was established in 1993 to control tobacco use and since the
implemeg‘zation of the program, the number of adults who smoke in Massachusetts has
declined.

The 2008 BRFSS data indicated that 11.2% of adult females reported being
current smokers. A current smoker was defined as someone who has smoked at least 100
cigarettes in their lifetime and who currently smokes either some days or everyday.

The percentage of current smokers among White non-Hispanic was higher than the
percentage among Black non-Hispanic and four times the percentage among Asian. The
prevalence of current smoking by race/ethnicity was as follows:

e 11.5% among White non-Hispanic

e 9.7% among Black non-Hispanic

e 11.2% among Hispanic

e 2.8% among Asian

The percentage of women reporting being current smokers was higher among
women aged 45-49 years and 18-24 years compared to all other age groups. The
breakdown by age was as follows:

14.7% among women aged 18-24 years
13.4% among women aged 25-29 years
10.0% among women aged 30-34 years
10.4% among women aged 35-39 years
12.6% among women aged 40-44 years
15.8% among women aged 45-49 years
12.3% among women aged 50-54 years
10.6% among women aged 55-59 years
10.8% among women aged 60-64 years

BRFSS 2008 data also indicated the following:

o 27.7% of adult females reported being former smokers. A former smoker
was defined as someone who has smoked at least 100 cigarettes in their
lifetime but no longer smokes

*  59.9% reported that they had stopped smoking for one day or longer in
the past 12 months because they were trying to quit smoking. Hispanic
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(55.5%) were more likely to report that they had stopped smoking for one
day or longer in the past 12 months compared to White non-Hispanic
(41.6%). Statistics for all other race and ethnic groups were suppressed
due to small numbers. The percentage of current smokers reporting that
they had stopped smoking for one day or longer in the past 12 months did
not vary by age group. Due to insufficient data, the breakdown by age was
presented with only the following age groups:
0 61.0% among women aged 30-34 years
61.6% among women aged 35-39 years
58.6% among women aged 40-44 years
59.3% among women aged 45-49 years
62.8% among women aged 50-54 years
50.7% among women aged 55-59 years
0 65.1% among women aged 60-64 years
e 43.0% reported that they were planning to quit smoking within the next 30
days
e 81.3% reported that smoking was not allowed in their household
e 34.6% reported being exposed to environment tobacco at home, work or
other places within the past seven days

O O0O0OO0O0

Alcohol

Excessive drinking, including binge and heavy drinking, has numerous chronic
effects including cirrhosis of the liver, pancreatitis, high blood pressure, stroke, and
various cancers. Alcohol abuse can cause unintentional injuries, motor vehicle accidents,
alcohol poisonings, and contributes to violence, and suicides.?’ In 2005, driving while
under the influence of alcohol accounted for 146 alcohol-related fatalities in
Massachusetts — 35% of the total traffic fatalities for the year.?®

The BRFSS 2008 data indicated that 58.9% of women reported any drinking
within the past 30days. White non-Hispanic women were more likely than Black non-
Hispanic, Hispanic and Asian to report any drinking within the past 30. The percentage of
drinking within the past 30 days by race/ethnicity was as follows:

e 63.2% among White non-Hispanic
¢ 39.0% among Black non-Hispanic
e 33.9% among Hispanic

e 31.8% among Asian

The percentage of drinking within the past 30 days among women varied by age

and was as follows:

e 58.6% among women aged 18-24 years
69.3% among women aged 25-29 years
60.6% among women aged 30-34 years
62.7% among women aged 35-39 years
66.4% among women aged 40-44 years
65.4% among women aged 45-49 years
65.4% among women aged 50-54 years
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® 63.5% among women aged 55-59 years
e 60.1% among women aged 60-64 years

The percentage of drinking within the past 30 days among women significantly
increased with increasing household income and was as follows:
e 35.2% <§15,000
e 38.1% $15,000-24,999
* 55.8% $25,000-34,999
e 68.8% $35,000-49,999
o 74.6% $50,000-74,999

BRFSS 2008 data also indicated that 12.9% of all women reported binge drinking
in the past 30 days. White non-Hispanic women were more likely than Black non-
Hispanic, Hispanic and Asian to report binge drinking. The percentage of binge drinking
by race/ethnicity was as follows:

e 14.0% among White non-Hispanic
e 8.4% among Black non-Hispanic
e 7.5% among Hispanic

The percentage of binge drinking among women significantly varied by age group

and was as follows:

e 25.5% among women aged 18-24 years
24.1% among women aged 25-29 years
18.3% among women aged 30-34 years
14.1% among women aged 35-39 years
14.8% among women aged 40-44 years
13.7% among women aged 45-49 years
11.3% among women aged 50-54 years
8.4% among women aged 55-59 years
® 6.6% among women aged 60-64 years

The percentage of binge drinking was more than two times higher among women
who completed 1-4 or more years of college compared to women with less than a high
school education:

® 5.9 % among women with less than high school

e 10.9% among women who completed high school

e 14.3% among those who completed 1-3 years of college

e 14.5% among those who completed more 4 or more years of college

The percentage of binge drinking by household income was as follows:
9.7% among women with an annual income of < $15,000

6.6% among women with an annual income of $15,000-24,999
11.1% among women with an annual income of $25,000-34,999
15.7% among women with an annual income of $35,000-49,999
15.0% among women with an annual income of $50,000-74,999
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e 16.8% among women with an annual income of $75,000 or more

BRFSS 2008 data also indicated that 6.6% of adult females reported heavy
drinking. The percentage of heavy drinking among adult females was significantly higher
among White non-Hispanic compared to Black non-Hispanic, Hispanic, and Asian. The
breakdown was as follows:

7.2% among White non-Hispanic
3.8% among Black non-Hispanic
3.8% among Hispanic

1.6% among Asian

The percentage of heavy drinking by age was as follows:
8.2% among women aged 18-24 years
8.1% among women aged 25-29 years
6.0% among women aged 30-34 years
5.2% among women aged 35-39 years
6.7% among women aged 40-44 years
7.8% among women aged 45-49 years
8.6% among women aged 50-54 years
8.4% among women aged 55-59 years
6.6% among women aged 60-64 years

The percentage of heavy drinking increased with increasing education and was as
follows:
3.0 % among women with less than high school
5.1% among women who completed high school
6.8% among those who completed 1-3 years of college
8.1% among those who completed more 4 or more years of college

The percentage of heavy drinking by household income was as follows:
4.4% < $15,000

3.8% $15,000-24,999

5.0% $25,000-34,999

8.2% $35,000-49,999

8.6% $50,000-74,999

8.5% among women with an annual income of $75,000 or more

Obesity

According to the 2006-2008 BRFSS data, 19.5 % of women reported having a
body mass index (BMI) greater than 30 (obesity). The breakdown by race ethnicity was
as follows:

e 18.4% among White non-Hispanic
e 35.5% among Black non-Hispanic
e 27.1% among Hispanic
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e 3.5% among Asian

The percentage of women reporting having a BMI greater than 30 by age was the

following:

13.0% among women aged 18-24 years
18.8% among women aged 25-29 years
16.2% among women aged 30-34 years
19.0% among women aged 35-39 years
19.4% among women aged 40-44 years
20.7% among women aged 45-49 years
21.7% among women aged 50-54 years
25.1% among women aged 55-59 years
24.3% among women aged 60-64 years
20.0% among women aged 65 and older

The percentage of women reporting having a BMI greater than 30 was higher
among women with less than high school and decreased with increasing education as
presented below:

e 32.9% among women with less than high school
23.6% among women who completed high school
21.3% among those who completed 1-3 years of college
13.9% among those who completed more 4 or more years of college

The percentage of women reporting having a BMI greater than 30 was higher
among women with a household income less $15,000 and decreased with increasing
household income as follows:

e 29.7% among women an annual income below $15,000

e 29.2% among women with an annual income between $15,000-24,999
e 23.9% among women with an annual income between $25,000-34,999
e 23.29% among women with an annual income between $35,000-49,999
e 18.6% among women with an annual income between $50,000-74,999
e 13.7% among women with an annual income of $75,000 or more

Overweight

Based on BRFSS 2006-2008 data, overall 47.7 % of women reported having body
mass index (BMI) greater than 25 (overweight). The breakdown by race ethnicity, age,
education and household income was as follows:

e 46.4% among White non-Hispanic
68.3% among Black non-Hispanic
58.9% among Hispanic
21.4% among Asian

The percentage of adult women reporting having a BMI greater than 25 by age
was as follows:
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32.3% among women aged 18-24 years
43.8% among women aged 25-29 years
42.6% among women aged 30-34 years
44.8% among women aged 35-39 years
45.9% among women aged 40-44 years
48.7% among women aged 45-49 years
51.0% among women aged 50-54 years
58.2% among women aged 55-59 years
59.3% among women aged 60-64 years

The percentage of adult women reporting having a BMI greater than 25 by
education was as follows:
62.5% among women with less than high school
54.0% among women who completed high school
52.1% among those who completed 1-3 years of college
39.3% among those who completed more 4 or more years of college

The percentage of adult women reporting having a BMI greater than 25 by
household income was as follows:
e 59.7% among women with an annual income of < $15,000

59.2% among women with an annual income of $15,000-24,999
52.7% among women with an annual income of $25,000-34,999
53.7% among women with an annual income of $35,000-49,999
49.1% among women with an annual income of $50,000-74,999
39.4% among women with an annual income of $75,000 or more

Flu Vaccine and Pneumonia Vaccine

Influenza, or the flu, is a contagious respiratory illness caused by influenza
viruses. It can cause mild to severe illness and can even lead to death. Every year in the
United States, on average, between 5 and 20 percent of the population acquires the flu;
more than 200,000 people are hospitalized from flu complications, and about 36,000
people die from the flu.*> Adults 65 years or older, children younger than 2 years old, and
individuals with chronic medical conditions are at increased risk for pneumococcal
infection. In Massachusetts, flu and pneumonia were the seventh leading causes of death
in 2005 among adults 65 and older.*® The 2008 BRFSS data indicated that 46.4% of
women aged 50-64 and 69.4% of women ages 65 years and older received an influenza
vaccine, and 69.4% of women aged 50-64 and 69.4% of women aged 65 year or more
received a pneumonia vaccine.

Chronic Health Conditions

Diabetes
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Diabetes is a disease in which the body does not produce or properly use insulin.

Insulin is a hormone which is used to convert sugar, starches, and other food into the

energy needed for everyday life.’' There are two types of diabetes: type 1 and type 2. In
type 1 diabetes, the body is unable to produce insulin. In type 2 diabetes, the body is able

to produce insulin, but is unable to utilize it efficiently. Obesity, poor diet, and physical

inactivity are risk factors associated with the increase in the prevalence of type 2
diabetes. In 2007, diabetes was the ninth leading cause of death in Massachusetts.
320verall, the risk for death among people with diabetes is about twice that of
people without diabetes of a similar age.33 In Massachusetts, 9.9 percent of the
Commonwealth’s medical care costs are attributable to diabetes.**

The 2008 BRFSS data indicated that 6.5% of women reported that a doctor told

them that they had diabetes (defined as a blood glucose level that is higher than normal,
but not yet diabetic). Women who reported that they had diabetes only during pregnancy

were excluded. The percentage of women reporting diabetes by race was the following:

5.9% among White non-Hispanic
12.0% among Black non-Hispanic
9.3% among Hispanic

3.5% among Asian

The percentage of women reporting diabetes by age was the following:

0.5% among women aged 18-24 years
2.1% among women aged 25-29 years
2.7% among women aged 30-34 years
3.1% among women aged 35-39 years
3.5% among women aged 40-44 years
5.1% among women aged 45-49 years
4.5% among women aged 50-54 years
9.1% among women aged 55-59 years
11.3% among women aged 60-64 years

The percentage of women reporting diabetes by education level was the

following:

13.5% among women with less than high school

9.8% among women who completed high school

6.0% among those who completed 1-3 years of college

3.5% among those who completed more 4 or more years of college

The percentage of women reporting diabetes by household income was the

following:

13.7% among women with an annual income of < $15,000
11.9% among women with an annual income of $15,000-24,999
9.9% among women with an annual income of $25,000-34,999
5.5% among women with an annual income of $35,000-49,999
4.2% among women with an annual income of $50,000-74,999
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e 3.1% among women with an annual income of $75,000 or more
Asthma

Asthma is a chronic inflammatory disorder that affects the lungs, causing repeated
episodes of wheezing, breathlessness, coughing, and chest tightness.* Asthma attacks
can be triggered by a variety of causes, such as second hand smoke, outdoor air pollution,
allergens, irritants, and respiratory viral infections. These environmental irritants are also
potential risk factors associated with the development of asthma.*® The prevalence of
asthma in the state of Massachusetts is one of the highest reported for a state across the
nation, and the costs are increasing each year: the total charges for hospitalization due to
asthma in Massachusetts increased 77.7% from $50 million in 2000 to $89 million in
2006.%" The 2008 BRFSS data indicate that 16.8% of women reported that a doctor,
nurse, or other health care professional told them that they had asthma. The percentage of
women indicating that a doctor, nurse, or other health care professional told them that
they had asthma by race ethnicity was as follows:

16.4% among White non-Hispanic
17.3% among Black non-Hispanic
22.2% among Hispanic

7.5% among Asian

The percentage of women reporting that a doctor, nurse, or other health care
professional told them that they had asthma by age group was the following:
e 18.4% among women aged 18-24 years
23.8% among women aged 25-29 years
15.7% among women aged 30-34 years
16.8% among women aged 35-39 years
16.9% among women aged 40-44 years
18.9% among women aged 45-49 years
16.8% among women aged 50-54 years
17.9% among women aged 55-59 years
e 17.0% among women aged 60-64 years

The percentage of women reporting that a doctor, nurse, or other health care
professional told them that they had asthma by education level was the following:
o 22.2% among women with less than high school
e 17.1% among women who completed high school
e 18.3% among those who completed 1-3 years of college
o 14.9% among those who completed more 4 or more years of college

The percentage of women reporting that a doctor, nurse, or other health care
professional told them that they had asthma by household income was as follows:
o 26.2% < $15,000
o 17.8% $15,000-24,999
e 19.8% $25,000-34,999
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e 19.6% $35,000-49,999
e 15.6% $50,000-74,999
e 15.0% among women with an annual income of $75,000 or more

Heart Diseases and Stroke

Heart disease includes a number of different heart conditions, the most common
of which is coronary heart disease, a condition that can lead to a heart attack. A stroke
occurs when blood to the brain is blocked or a blood vessel in the brain bursts, causing
damage to the individual’s brain. Heart disease and stroke are the principal causes of
more than 910,000 cardiovascular disease deaths each year in the United States.*® They
are also major causes of disability. In 2007, heart disease and stroke were the second
(after cancer-related deaths) and third leading causes of death, respectively, in
Massachusetts.>”

The 2008 BRFSS data indicate that 3.6% of Massachusetts adult women ages 35
or older reported that a doctor, nurse, or other health care professional told them that they
had myocardial infarction (heart attack), angina or stroke. Due to insufficient data, the
breakdown by race was presented only for the following groups:

e 3.6% among White non-Hispanic
e 3.9% among Black non-Hispanic
e 3.9% among Hispanic

The breakdown by age was the following:

0.7% among women aged 35-39 years
0.5% among women aged 40-44 years
1.5% among women aged 45-49 years
1.9% among women aged 50-54 years
2.7% among women aged 55-59 years
3.6% among women aged 60-64 years

The breakdown by education level was the following:

9.1% among women with less than high school

4.2% among women who completed high school

5.0% among those who completed 1-3 years of college

e 1.5% among those who completed more 4 or more years of college

The breakdown by household income was the following:

6.9% among women with an annual income of < $15,000

8.1% among women with an annual income of $15,000-24,999
5.8% among women with an annual income of $25,000-34,999
3.2% among women with an annual income of $35,000-49,999
1.8% among women with an annual income of $50,000-74,999
1.0% among women with an annual income of $75,000 or more

Cancer Screening
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Breast Cancer Screening

Cancer of the breast is the most commonly diagnosed cancer among women in the
United States. In 2007, breast cancer was the second leading cause of cancer death among
Massachusetts women.*® Early detection of breast cancer can occur through the use of
screening tools such as mammography and clinical breast exams. A mammogram, an X-
ray of the breast, is the one of the methods to detect breast cancer early and before it is
big enough to feel or to cause symptoms.*' According to the Massachusetts Cancer
Registry, the annual adjusted incidence rate per 100,000 for breast cancer was 133.5 in
2007 compared with 130.6 in 2003. The annual age-adjusted mortality rate per 100,000
was 20.1 in 2007 down from 24.4 in 2003. According to the BRFSS 2008 data, 84.9% of
women age 40 and older in Massachusetts reported that they had had a mammogram in
the past two years. The breakdown by race ethnicity, age, household income, education
and disability status is summarized in the Table below:

Breast Cancer Screening Among Massachusetts Women Ages 40 and Older, 2008

Race/Ethnicity Number Percentage
White non-Hispanic 8,190 84.8%
Black non-Hispanic 440 86.6%

Hispanic 740 88.6%
Asian 74 85.7%
Age Group
40-49 2,335 79.5%
50-59 2,575 90.0%
60-69 2,155 89.2%
70-79 2,155 89.2%
80-89 1,055 72.5%
Household Income
<$25,000 2,803 80.1%
$25,000-$34,999 925 84.5%
$35,000-$49,999 1080 82.3%
$50,000-$75,000 1245 87.9%
$75,000+ 2213 86.8%
Education
<High School 1135 82.1%
High School 2791 82.0%
College 1-3 YRS 2341 85.0%
College 4+YRS 3334 87.2%
Disability
Disability 2673 82.3%
No Disability 6319 85.8%
Source: Behavioral Risk Factor Surveillance System: MA 2008
Figure 3B-5
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Cervical Cancer Screening

Cervical cancer can be detected and treated early if women are screened regularly

with a Pap smear, also referred to as a Pap test. Most often cervical cancer develops in
women ages 40 and older; however, precursors to cervical cancer most often occur in
young women. Pap smears reduce both the incidence of and mortality from cervical
cancer.*> Women who have been sexually active should have regular Pap tests every
three years because the chances of being cured are higher if cervical cancer is detected
carly.*

According to the Massachusetts Cancer Registry, the annual adjusted incidence
rate per 100,000 for cervical cancer was 5.3 in 2007 similar to the rate in 2003. The

annual age-adjusted mortality rate per 100,000 was 1.1 in 2007 down from 1.3 in 2003.

According to the BRFSS 2008 data, 83.5% of all women ages 18 and older in
Massachusetts reported that they had had a Pap smear in the past three years. The
breakdown by race ethnicity, age, household income, education and disability status is
summarized in the table below:

Cervical Cancer Screening Among Massachusetts Women Ages 18 and Older, 2008

Race/Ethnicity Number Percentage
White non-Hispanic 9809 83.5%
Black non-Hispanic 653 79.3%

Hispanic 1244 86.1%
Asian 157 82.4%

Age Group
18-24 402 73.3%
25-34 1178 93.5%
35-44 2036 93.8%
45-54 2597 90.7%
55-64 2378 86.4%
65-74 1721 74.3%
75+ 1687 50.6%

Household Income

<§25,000 3426 73.1%
$25,000-$34,999 1139 80.3%
$35,000-$49,999 1355 83.6%
$50,000-$75,000 1612 89.9%
$75,000+ 3039 92.5%

Education
<High School 1335 71.8%
High School 3318 75.1%
College 1-3 YRS 3001 82.4%
College 4+YRS 4449 91.1%
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Race/Ethnicity Number Percentage
Disability
Disability 3030 77.6%
No Disability 8347 85.5%
Source: Behavioral Risk Factor Surveillance System: MA 2008
Figure 3B-6

Sexual Assault

Sexual violence results in harmful and lasting consequences for victims, families,
and communities. In addition to the potential risk for injury and the psychological
consequences of being a victim of sexual violence, many victims experience
physiological problems. Physiological problems include chronic headaches, back pain,
fatigue, sleep disturbances, recurrent nausea, decreased appetite, menstrual pain, and
sexual dysfunction.** Psychological problems include post traumatic stress disorder,
suicidal behavior, anxiety, eating disorders, and substance abuse. 4346 The 2008 BRFSS
data indicated that 14.1% of women experienced sexual violence in their life. The
breakdown by race/ethnicity was provided for the following groups:

e White non-Hispanic 14.4%
e Black non-Hispanic 12.7%
e Hispanic 14.4%

The breakdown by age was the following:

19.8% among women aged 25-29 years
11.2% among women aged 30-34 years
20.3% among women aged 35-39 years
16.0% among women aged 40-44 years
17.2% among women aged 45-49 years
15.5% among women aged 50-54 years
15.0% among women aged 55-59 years
17.0% among women aged 60-64 years

Women with less than high school were more than one and half time to two times
less likely to report sexual assault in their lifetime than women with 1-3 years or 4 or
more years of college. The breakdown by education level was the following:

e 7.7% among women with less than high school

* 9.9% among women who completed high school

e 17.9% among those who completed 1-3 years of college

e 15.3% among those who completed more 4 or more years of college

The percentage of women reporting sexual assault by household income was as
follows:
e 16.1% among women with an annual income of < $15,000
e 14.2% among women with an annual income of $15,000-24,999
e 18.3% among women with an annual income of $25,000-34,999
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e 13.29% among women with an annual income of $35,000-49,999
e 13.7% among women with an annual income of $50,000-74,999
e 15.6% among women with an annual income of $75,000 or more

Reproductive Health

Improving the health and well-being of women of reproductive age before, during
and after pregnancy continues to be one of Massachusetts state priorities with a particular
emphasis on racial and ethnic disparities, and on pre- and inter-conception health.

Findings from the Perinatal Periods of Risk (PPOR) analysis using 2008 data
suggest that maternal health/prematurity factors greatly contribute to feto-infant mortality
in Massachusetts, with 42 % of feto-infant deaths due to such factors (see Perinatal
Mortality section for details). To improve maternal health/prematurity factors, prevention
efforts must include a focus on preconception, interconception health, and prevention of
unintended pregnancy.

The goal of preconception (and interconception) health is to provide women and
their partners with information to make informed decisions about their reproductive
futures, including prevention of unintended pregnancies and identification of risk factors
that could affect reproductive outcomes. Premature births, the largest contributor to low
birthweight and infant mortality in the US,* are related to conditions best addressed
before pregnancy begins. According to 2008 PRAMS data, 43% of mothers had not been
trying to become pregnant when they conceived their child.** Given that many
pregnancies are unplanned, women may not even be aware they are pregnant in the
crucial first eight weeks of pregnancy, when the baby’s organ systems are forming.

Pregnancy outcomes may be impacted by many factors including pregnancy
intention, interpregnancy interval, fertility treatment, folic acid and multivitamin use
before and during pregnancy, insurance status and access to care, chronic diseases, and
lifestyle and behavioral risks such as alcohol, drug, and tobacco use, and oral health.
Each of these is discussed below.

Unplanned Pregnancy

Unintended pregnancy has been associated with severe health, social and
economic burdens including poor educational attainment, lack of or low-income
employment opportunities, chronic poverty, and an increased need for public
assistance.*” Having an unplanned pregnancy can result in later awareness of the
pregnancy and thereby, later cessation of unhealthy behaviors, including substance abuse
and smoking, as well as delayed entry into prenatal care, all of which increase risk of
harm to mother and child.”® Unintended pregnancies increase the risk of maternal and
infant mortality.”’ Children born as the result of an unintended pregnancy are at an
increased risk for abuse and neglect.”® Therefore, increasing the percentage of
pregnancies that are intended is a HP2010 objective.

The following statistics are from the BRFSS 2006-2008 data:

e The prevalence of having had an unplanned pregnancy in the past 5 years
among women aged 18-44 years was 22.5% and varied by age:
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48.7% among those aged 18-24 years
28.3% among those aged 25-29 years
15.6% among those aged 30-34 years
11.9% among those aged 35-39 years
18.1% among women aged 40-44 years

O O0O0O0O0

e The prevalence of current use of birth control by self or partner in women
aged 18-44 years was 78.3% and varied by race and age:
0 71.2% among Black, non-Hispanic and Hispanic women versus 81.0%

among White, non-Hispanic women

74.0% among women aged 18-24 years

81.4% among those aged 25-29 and 30-34 years

83.0% among those aged 35-39 years

76.1% among those aged 40—44 years

O 00O

The Massachusetts PRAMS includes questions about whether the mother was
actively trying to become pregnant at the time of conception and how she felt about
becoming pregnant right before the pregnancy occurred.” The following statistics
highlight the 2007-2008 Massachusetts PRAMS findings on unplanned pregnancy:

o 42.7% of mothers reported they were not trying to become pregnant when
they conceived:

0 96% of women aged 15 years and younger, 98.1% of those aged 16-17
years, and 78.5% of those aged 18-19 years reported not trying to
become pregnant at time they conceived

O Higher rates among Black, non-Hispanic (66.1%), Hispanic (56.7%),
and other non-Hispanic (53.6%) compared with Asian, non-Hispanic
(36.5%), and White, non-Hispanic (37.3%) mothers

0 Higher rates among mothers with less than a high school education
(71.8%), mothers with a high school diploma (56.9%), and those with
some college (49.6%) compared to college graduates (24.8%)

0 Higher rates among those < 100% FPL (71.2%) compared to those
>100% FPL (33.6%)

O Higher rates among those with a history of physical abuse (42.0%)
versus no such history (60.9%)

o 77.8% of mothers reported wanting the pregnancy at the time of
conception or sooner; whereas 32.2% wanted the pregnancy later or never

e The prevalence of pre-pregnancy contraception use among women who
were not trying to become pregnant was 41.9%

e Among the 58.1% women not using contraception, the most frequently
reported reasons for not using contraception included mother not minding
getting pregnant (48.8%), mother thinking that it was not possible to get
pregnant at that time (26.8%) and husbands/partners not wanting to use
birth control (13.4%)

Interpregnancy Interval (IP1)
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IPI is defined as the interval in months between a birth or fetal death and the
beginning of a next pregnancy. A short IPI is any interval equal to or less than 12 months.
Short IPIs, particularly those less than 6 months, are linked to poor perinatal outcomes,
including a significantly greater risk of preterm delivery and LBW>*° and increased risk
of maternal death, third trimester bleeding, premature rupture of membranes, puerperal
endometriosis and anemia,5 %and uterine scar failure.®’ Short IPI can be associated with
unplanned pregnancy or inadequate use of family planning services after the end of
pregnancy.

IPI data are available from both the annual birth data (retrospectively) and
longitudinally linked birth data in PELL (prospectively and retrospectively). Figure 3B-7
below, indicates the prevalence of low birth weight (LBW) and pre-term delivery by IPI.
As the figure illustrates, very short (< 6 month) and longer (> 42 months) IPIs were
associated with increased prevalence of poor birth outcomes in 2008. The prevalence of
short (< 12 months) IPI was as follows:

e 49.4% among women aged < 20 years
o 17.4% among women aged 20-34 years
e 11.3% among women aged 35 years or older

Interpregnancy Interval by Selected Birth Outcomes: Low Birthweight and Preterm
Deliveries among Multiparous: Massachusetts 2008
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Figure 3B-7

MDPH will continue to use IPI as an ongoing measure in the annual births release
and aim to develop program initiatives to decrease the percent of women giving birth
who have short IPIs (<12 months). Short IPI and short IPI by risk group (for example,
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teen, MassHealth) data for 30 cities and towns were used for a family planning needs
assessment in 2005.

Fertility Treatment

The use of fertility-enhancing therapies, including assisted reproductive
technologies (ART), has risen steadily in the United States due to several factors,
including childbearing at older maternal ages and increasing insurance coverage.’® The
use of ART carries up to a 50% risk of having a multifetal pregnancy, depending on the
medications and techniques used.”® Older maternal age requires more aggressive
therapies to achieve a pregnancy, including transferring more embryos.®” Higher rates of
older maternal age, multifetal pregnancy, and pregnancy complications may magnify the
short- and long-term health risks associated with infertility, as summarized below.

Findings from clinical studies suggest that women treated for infertility have a
higher cancer risk than women in the general population (standardized incidence ratio of
1.2). ®"2 Women with primary infertility (those who had never been able to conceive) in
particular are at an increased risk of uterine and ovarian cancers.®® These studies suggest
that this risk is attributable to the underlying reasons for infertility. The ongoing trend of
increasing number of infants conceived through fertility therapies is an emerging MCH
issue since these infants may require additional medical assistance and services for their
developmental health needs. According to the 2007-2008 PRAMS data:

e 7.4% of mothers reported that they received some form of assistance from

a health care provider in becoming pregnant:

0 3.6% used fertility drugs

0 2.8% used assisted reproductive technology such as in vitro
fertilization
1.5% used artificial insemination
1.2% used other forms of treatment
The highest prevalence was among mothers aged 40 or older (26.1%)
A higher prevalence was observed among White non-Hispanic (8.5%),
Asian non-Hispanic (8.7%), college educated (11.2%), and higher
income (living above the poverty level) (9.1%) women

O 00O

Folic Acid and Multivitamin Use

According to the American College of Obstetricians and Gynecologists, all
women of childbearing age should take 0.4 milligrams of folic acid daily.®* The use of
folic acid and multivitamins containing folic acid during the weeks, before pregnancy and
during the first three months of pregnancy is crucial in preventing birth defects of the
spine and brain, such as spina bifida and anencephaly. Having a varied and balanced diet
including foods that contain folic acid, such as green leafy vegetables, beans, asparagus,
citrus fruit and whole grains provides essential vitamins and minerals that can also
prevent birth defects. According to data from the 2008 MA PRAMS:

e 35.3% reported taking a multi-vitamin everyday during the month before
their pregnancy
e 14.5% reported taking a multi-vitamin less than every day
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e 50.2% reported never taking a multivitamin in the month prior to
pregnancy®

e Hispanic mothers (23.8%), mother with less than high school education
(24.1%), mothers who were unmarried (18.6%), mothers aged less than 20
years (15.2%), and those living in poverty (20.3%) were less likely to
report daily multivitamin use in the month prior to pregnancy

Lifestyle and Behavioral Risk

High quality preconception care includes attention to lifestyle and behaviors
related to nutrition, physical activity, injury prevention, and prevention or cessation of
tobacco, alcohol, and drug use. Smoking increases the risk for miscarriage, stillbirth, and
low birth-weight and babies exposed to second hand smoke are at much higher risk for
sudden infant death syndrome (SIDS), asthma, and other respiratory problems.® Alcohol
use during pregnancy at any time can cause fetal alcohol spectrum disorders or related
birth defects.®” Currently, increasing evidence points to the detrimental effects of
maternal overweight and obesity, as well as underweight, on infant and maternal
outcomes, including increased risk of hypertension, gestational diabetes mellitus (GDM),
cesarean delivery and stillbirth.

Healthy Weight- Overweight and Obesity

Promoting healthy weight across the three MCH populations is one of the 10
priorities for the Massachusetts Title V agency for the next five years. Being overweight
prior to pregnancy increases the risk for gestational diabetes mellitus (GDM) and poor
outcomes while being underweight prior to pregnancy increases the risk of infertility,
anemia, infants small for gestational age infants, and complications during childbirth.
According to 2006-2008 BRFSS data, the prevalence of overweight and obesity were
41.8% and 17.2%, respectively, among Massachusetts women aged 18 to 44 years. MA
PRAMS data indicate that in 2008, 20.6% of mothers were overweight and 19.2% were
obese prior to their most recent pregnancy. Looking more closely at available data
highlights existing disparities in the prevalence of overweight and obesity among women
of childbearing age (18 to 44 years) across racial and ethnic groups:®*

e The prevalence of overweight was highest among Black, non-Hispanics
(62.0%), followed by Hispanics (54.1%), White, non-Hispanics (40.0%)
and Asian/Pacific Islanders (20.0%)

e The prevalence of obesity was highest among Black, non-Hispanics
(31.3%), followed by Hispanics (23.2%), and White, non-Hispanics
(16.2%). Due to small numbers, data Asian/Pacific Islanders can not be
reported

In addition to weight status, the following data highlight current trends in factors
associated with maternal healthy weight, specifically physical activity and fruit and
vegetable consumption, among Massachusetts women of childbearing age:

e According to 2006-2008 BRFSS data, among MA women aged 18 to 44
years, the overall prevalence of any leisure time physical activity was
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80.9%. The prevalence of any leisure time physical activity was highest
among White, non-Hispanics (85.5%), followed by Asian non-Hispanic
(72.2), Black, non-Hispanics (71.9%) and Hispanics (58.1%)

The overall prevalence of moderate physical activity was 55.8%. The
prevalence of any leisure time physical activity was highest among White,
non-Hispanics (59.2%), followed by Black, non-Hispanics (46.7%),
Hispanics (43.9%), Asian non-Hispanic (36.5)

Among 2008 MA PRAMS respondents, 15.9% reported getting physical
activity 5 or more days/week in the 3 months prior to pregnancy while 7%
reported this activity level during their last 3 months of pregnancy [See
Figure 3B-8 below]

According to 2006-2008 MA BRFSS data, 30.8% of female
Massachusetts residents aged 18-44 years reported eating five or more
servings of fruits/vegetables a day. The prevalence of sufficient
fruit/vegetable intake was lowest among Black non-Hispanic women
(22.2%) and Hispanic women (24.9%) compared with White non-Hispanic
(31.6%) and Asian non-Hispanic (36.3%)

The prevalence of overweight and obesity among women of childbearing age is of
particular concern in Massachusetts, given the growing body of evidence linking
overweight and obesity prior to pregnancy with developing GDM during pregnancy.

According to 2008 MA PRAMS data, GDM prevalence was highest
(12%) among overweight women (25 < BMI < 30) (12%), followed by
obese women (BMI > 30) (9.5%) and lowest among women classified as
healthy weight (BMI < 25) (4.2%); the difference between the overweight
and obese groups was not significant in 2008, likely due to small
numbers
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Frequency of physical activity prior to and during pregnancy, Massachusetts: 2008
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Figure 3B-8

Smoking

Smoking presents multiple hazards to the health of mothers and infants. Smoking
has been associated with preterm birth, low birth weight, stillbirth and infant mortality.
Smoking may also be associated with pregnancy complications including placenta previa,
and placental abruption.”’ Massachusetts has data regarding current smoking among
women of childbearing age from the BRFSS and about smoking during pregnancy from
PRAMS and birth certificate data.

The percentage of women who did not report smoking during pregnancy
on their child’s birth certificate has risen in Massachusetts from 92.5% in
2007 to 93.1% in 2008. This places Massachusetts within 25% of the
HP2010 goal of 99%

Among women aged 18-44 years during 2006-2008 the prevalence of
current smoking was highest (22.6%) among women aged 18-24 years
with the prevalence in all other age groups ranging from 16.4 to 21.3%"'
By race and ethnicity, the highest rates of smoking during pregnancy were
among White, non-Hispanics (8.1%) compared to 5.1% among Black,
non-Hispanic, 4.8% among Hispanic mothers and 1.5% among
Asian/Pacific Islander mothers

The percentage of Massachusetts mothers reporting smoking during
pregnancy decreased over 64.4% from 19.3% in 1990 to 6.9% in 2008
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e According to Massachusetts 2008 PRAMS data, 9.8% of mothers used
tobacco during their last 3 months of pregnancy: 21% used tobacco in past
2 years, 19.5% used tobacco within 3 months prior to pregnancy, and
13.5% used tobacco within the 2 to 6 months following birth of the child”

e Birth certificate data indicate the following regarding smoking habits
during pregnancy among Massachusetts mothers in 2008:

(0]

Among the 8.4% of Massachusetts women who reported being light
smokers prior to pregnancy, 62.4% quit smoking, 37.2% remained
light smokers and 0.03% increased their smoking frequency during
pregnancy

Among the 4.7 % of Massachusetts women who reported being
moderate smokers prior to pregnancy, 31.5% quit smoking, 53.6%
reported light smoking and 14.7 % remained moderate smokers during
pregnancy

Among the 0.5% of Massachusetts women who reported being heavy
smokers prior to pregnancy, 15.2% quit smoking, 48.9% reported light
smoking, 29.8 % reported moderate smoking and 6.1% remained
heavy smokers during pregnancy

99.9% of Massachusetts women who reported not smoking prior to
pregnancy continued not to smoke, while 0.1% started smoking while
pregnant7

e MA BRFSS data provide the following figures regarding exposure to
environmental tobacco smoke (ETS) among Massachusetts residents
during 2006-2008 among women aged 18-44 years:

(0}
(0}

(0]

Substance Abuse

The prevalence of exposure to ETS in the past 7 days was 44.5%

In 2008, 34.6% of females were less likely than males (39.0%) to
report exposure to ETS in the past 7 days

52.1% of Black, non-Hispanic women aged 18-44 years were more
likely than White, non-Hispanic adults (43.8%), Asian non-Hispanic
(45.7%), and Hispanic (45.1%) to report ETS exposure within past 7
days

64.5% of individuals aged 18-24 years were more than one and a half
times (64.5%) more likely than those who were 40-44 years (34.7%) to
report exposure to ETS in the past 7 days, while 45.7% of those aged
25-29 years were more likely than those who were 30-34 years
(40.1%) and those aged 35-39 years (37.5%) to report ETS exposure
within the past 7 days

In 2008, the prevalence (for both male and female) of living in a house
where smoking is not allowed was 80.7%, which is an increase of
39.1% from the 1998 rate of 58%

Substance abuse during pregnancy is a major concern. While the negative health
and developmental complications associated with the consumption of alcohol during
pregnancy can lead to Fetal Alcohol Spectrum Disorders (FASD), the use of illicit drugs
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such as marijuana, cocaine, and heroin or the misuse of prescription medication also
increase the likelihood of miscarriage, stillbirth, and poor fetal growth. Children born to
mothers who used these drugs during pregnancy often have behavioral problems and
learning difficulties. Some researchers believe that the father’s drug use before
conception might also increase the chances of birth defects in their children. Therefore,
being drug-free is important before, during and after pregnancy for both parents.

During 2008, there were 753 pregnant women admitted to substance abuse
treatment programs in Massachusetts, a total of 1% of total admissions. While the
number of primary admissions for pregnant women decreased notably from
approximately 800 to 500 cases per year between 1997 and 2001, since 2001 the number
of primary admissions for pregnant women has increased to 753 cases in 2008.

e Ofthe 753 female admissions to substance abuse treatment programs in
2008:

0 77.8% (585) were White, 6.4%(48) were Black, 11.2% (84) were
Latino,6.8% (51) were other single race, and 9.0% (68) were multi-racial

0 In 2008, the prevalence (for both male and female) of living in a house
where smoking is not allowed was 80.7%, an increase of 39.1% from the
1998 rate of 58%

0 58.3% (439) were aged 21-29 years

88.6% (667) were unemployed, 24.3% (183) were homeless

0 51.7% (389) had received prior mental health treatment, 24.9% (309) had
children under age 6 years (36.0% of which reported living with their
children) and 34.0% (250) were the parents of children aged 6-18 years
(21.3% of which reported living with their children)

0 Heroin was the most common primary substance of addiction reported by
53.3 % (401) of women, followed by alcohol in 13.8% (104) of cases,
cocaine or crack in 13.4% (101) cases, marijuana in 4.7% (35) of cases
and other drugs in 14.9% of cases

o

Alcohol

Excessive alcohol consumption during pregnancy can cause a variety of profound
physical and mental disorders in the fetus, known as FASD. While the hazards of heavy
drinking during pregnancy are well known, no amount of alcohol during pregnancy has
been established as safe for the fetus.” In 2008, of the 753 pregnant women aged 18
years and older who were admitted to substance abuse treatment services, 104 (13.8%)
reported alcohol as primary substance of use.’®

BRFSS 2006-2008 data provided the following related statistics about the
prevalence of binge drinking (defined as the consumption of 5 or more drinks on any one
occasion in the past month) and heavy drinking (defined for women as the consumption
of more than 30 drinks in the past month) among women of childbearing age:”’

e Among women aged 18-44 years, 5.8% reported heavy drinking and
18.5% reported binge drinking
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e White, non-Hispanic women demonstrated consistently higher prevalence
of binge drinking compared to Black, non-Hispanic, and Hispanic women
[See Figure 3B-9 below]

According to 2007 PRAMS data:

e 70.6% of mothers reported ever using alcohol in the past 2 years

e 61.0% reported using alcohol in the three months prior to becoming
pregnant

e 11.5% reported using any alcohol in the last three months of pregnancy

e 0.6% reported any alcohol binging during the last 3 months of pregnancy

Prevalence of Binge Drinking in past 30 days Among MA Females Ages 18-44 by Age
Group and Race/Ethnicity, 2007- 2009 (aggregate)
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Figure 3B-9
Oral Health

Oral health is an important part of a woman’s overall health. Oral diseases are
associated with serious health problems including cardiovascular disease, stroke, diabetes
mellitus, respiratory infections, osteoporosis, and adverse pregnancy outcomes.”® Recent
studies suggest that gum disease may represent a threat to the pregnant mother and her
unborn baby. Hormonal changes during pregnancy can cause swollen gums that bleed
during pregnancy.” Pregnant women are also particularly susceptible to periodontal
disease. Maternal periodontal infections are associated with premature birth, low
birthweight, pre-eclampsia, ulcerations of the gingival tissue, pregnancy granuloma, and

65
Section 3B Pregnant Women, Mothers and Infants



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

tooth erosion. These risks increase in women who smoke or experience nutritional
deficiencies.® According to 2008 MA PRAMS data:
e 89.9% of women reported ever having had their teeth cleaned by a
licensed dental professional
e Among the women who had their teeth cleaned during a pregnancy, 41.9%
had their teeth cleaned during the most recent pregnancy
e About 13.7% of mothers reported that their last teeth cleaning was before
the year prior to pregnancy — over 2 years ago in most cases
e The prevalence of ever having their teeth cleaned among mothers in
Massachusetts was 96.3% among those living at > 100% FPL versus
84.2% among those living at < 100% FPL
BRFSS 2006-2008 data on oral health indicate the following:
e Among women aged 18-44 years, 71.9% reported having had a dental visit
in the past year
e Hispanics (71.5%), Black, non-Hispanics (72.2%) and Asians (75.8%)
were less likely than White, non-Hispanics (80.6%) to not have had a
dental appointment in the past year
e The prevalence of having 5 or more teeth missing due to decay or disease
was 4.3% in 2008 compared with 6.6% in 1996.*'
e Between 1996 and 2008 the prevalence of 5 or more teeth missing due to
decay or disease decreased 35%"
Furthermore, according to data released by the MDPH Office of Oral Health:*
e Massachusetts ranks 36th in the nation for water fluoridation status
e 90% of residents aged 25-44 years living in dental health professional
shortage areas have lost at least one tooth
e The occurrence of tooth loss in 2009 was directly associated with income
level: prevalence of no tooth loss is highest (83%) among those earning >
$75,000 annually and lowest (49%) among those earning < $25,000
annually
e Dental-visit frequency is 32% higher for Massachusetts residents who
have dental insurance; however, the majority of health insurance plans,
including Medicare, do not include routine dental services. In 2007, about
25% (1.58 million) of Massachusetts residents had no dental insurance
coverage at all
e Currently, more than 1.2 million residents (17% of the Massachusetts
population) are served by MassHealth (including more than 500,000
children aged 21 years and under); however, 66% of licensed dentists with
a Massachusetts address are not MassHealth (Medicaid) providers and
<12% of Massachusetts dental hygienists®* report that their primary work
settings accept MassHealth/Medicaid Insurance

Injury- Intimate Partner/Domestic Violence

Intimate partner violence (IPV) and domestic violence (DV), refer to behavior
that physically hurts, arouses fear, or prevents a victim from doing what he/she wishes.*
IPV is estimated to affect 1 in 4 women in their lifetime. Since 2003, in MA, domestic
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violence resulting in homicide of women has fluctuated with the highest spike in 2007
when there were 28 deaths. In 2008 and 2009 the number of deaths has declined to 18
and 14 deaths respectively.®® IPV is estimated to affect 1 in 4 women in their lifetime. In
the most extreme circumstances IPV can lead to death. Between 2003 and 2007, there
were 125 IPV-related homicides in Massachusetts.®” Although IPV homicide is mostly
directed at the victim, IPV homicide can also result in the death or harm of people close
to the victim including one or more children.® Pregnant women may be at higher risk of
IPV.* Young mothers and mothers with unplanned pregnancies face an increased risk of
IPV. More than 25% of adolescent mothers face abuse before, during, or just after
pregnancy.”’ IPV during pregnancy can have lasting effects on the women and their
infants, and has been associated with preterm birth, low birthweight, smoking during
pregnancy, hospitalization prior to birth, high blood pressure, kidney or urinary tract
infections, transmission of STDs, complications including vaginal bleeding and infection,
poor physical/mental health post-partum.’’-** According to 2008 MA PRAMS data:
e 3.6% reported IPV in 12 months pre-pregnancy
e 2.7% reported IPV during pregnancy
e 4.8% reported IPV in 12 months prior or during pregnancy
0 Living in poverty > 3 times more likely (16.2% vs. 1.9%) than if not
living in poverty
In 2009 the Massachusetts Coalition Against Domestic Violence reported that:
e In one day 2,018 victims were served by 49 domestic violence shelters
¢ In one day the domestic violence hotline answered, on average, about 32
calls an hour, equaling 763 hotline calls for the 24 our period
e There was a total 12,198 domestic violence calls to domestic violence
shelters or hotlines with about 49% of calls coming directly from the
victims/survivors

Immigrants living in Massachusetts account for a disproportionately high
percentage of domestic violence homicides. Although immigrants only make up 14% the
total population, immigrants accounted for 26% (47) of the 180 domestic violence deaths
from 1997-2006. The majority of these victims were women and children.”

Injury- Seat Belt Use

Automobile accidents or traffic crashes were the leading cause of unintentional
death in the Unites States and the second leading cause of unintentional injury death in
Massachusetts in 2007.”* Wearing a seatbelt is the simplest and least expensive way to
reduce deaths and serious injuries resulting from car accidents.”> According to 2008
BRFSS data:

e Overall, 92.3% of women aged 25-49 years reported nearly always or
always wearing their seatbelts: women aged 45-49 years were most likely
to report such behavior; 2.8% reported seldom or never wearing their
seatbelts and 4.1% reported sometimes wearing their seatbelts

e Women with moderate/high income were more likely to report using seat
belts than women with low income (88.2% and 82.7%, respectively)
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e Black women were less likely to report the use of seat belts than Hispanics
or Whites (90.5%, 92.4% and 95.4% respectively

Prenatal Care

Entry to prenatal care (PNC) in the first trimester of pregnancy improves the
health of mothers and infants. The Adequacy of Prenatal Care Utilization (APNCU)
Index describes several aspects of PNC, including the timing of entry to care and the
amount of care received. The Healthy People 2010 target is that at least 90% of women
receive PNC before the end of the first trimester of pregnancy

According to Massachusetts birth certificate data:

e In 2008 81% of women received care beginning in the first trimester and
82.1% of women received early and adequate prenatal care. Both
percentages are within 25% of the HP2010 target of 90% for both
variables

MA PRAMS also provides information on prenatal care among Massachusetts
mothers. The PRAMS survey assesses when women knew that they were pregnant and
when they began their prenatal visits, both of which affect early access to vital preventive
health services as well as screening, monitoring and, when necessary, treatment for health
issues related to pregnancy.”® The following statistics highlight 2008 MA PRAMS
findings on adequacy of prenatal care:

Prevalence of adequate or adequate plus prenatal care was 80.7%

Prevalence of intermediate prenatal care was 7%

Prevalence of inadequate care was 9.7%

0.1% reported no PNC

Data were missing for 2.5% of the population

Prevalence of inadequate or no prenatal care was higher among Hispanic

(16%) compared to White, non-Hispanic (7.9%) mothers; there were no

other significant differences across racial/ethnic groups

e Mothers aged < 20 years (25.1%) were more likely to report inadequate or
no prenatal care compared to mothers aged 30-39 years (6%)

e Mothers with less than high school education (22.6%) were significantly
more likely to report inadequate or no prenatal care compared to mothers
with high school diplomas (9.2%) and college graduates (6.5%)

e Mothers living at or below 100% FPL (17.5%) were more likely to have
received inadequate or no prenatal care than mothers living above 100%
of FPL (7.7%)

e Mothers with Medicaid (15.5%) were more likely to have received
inadequate or no prenatal care than mothers not on Medicaid (6.8%)

e About 11% of Massachusetts mothers reported not receiving prenatal care
as soon as they had wanted

e Leading causes for not receiving prenatal care as early as desired, among
Massachusetts mothers reporting not receiving prenatal care as soon as
they wanted, included:

0 Doctor/health plan would not start earlier (58.1%)
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Inability to get an appointment (51.4%)
Unaffordable (43.3%)

Too many other things going on (29.9%)
Transportation (29.2%)

No Medicaid card (24.5%)

O O0O0O0O0

The following statistics highlight 2008 PRAMS findings on unplanned
pregnancy:
o 48.8% of mothers were aware of their pregnancies within the first 4 weeks
of pregnancy, 38.9% between weeks 5 and 8, 8.8% between weeks 9 and
12 and less than 4% after the first trimester
e 86.2% of women entered prenatal care within the first trimester while

12.8% entered after the 1° trimester and 0.1% reported not having any

prenatal care.

0 White, non-Hispanics (90.6%) were statistically significantly more
likely to enter into prenatal care in the first trimester than Black, non-
Hispanics (73.6%), Hispanics (76.3%), or Asian, non-Hispanics
(81.5%)

0 Mothers aged < 20 years (60.8%) were less likely to enter into prenatal
care in the first trimester compared to mothers in all other age groups:
20-29 years (85%), 30-39 years (90.3%), 40+ years (87%)

0 Mothers with less than high school education (66.3%) were less likely
to enter into prenatal care in the first trimester compared to mothers
with all other education levels: high school diploma (82.3%), some
college (82.4%), and college graduate (94.8%)

0 Mothers on Medicaid were less likely (76.2%) than non-Medicaid
mothers (92.7%) to access prenatal care in the first trimester

Gestational Diabetes Mellitus (GDM)

GDM is defined as glucose intolerance which did not exist immediately prior to
the pregnancy, but was diagnosed during the pregnancy.”’” GDM manifests in health
complications for the mother including delivery complications associated with having a
larger baby, higher risk of needing a cesarean delivery, and development of type-2
diabetes later in life. GDM also poses a threat to infants, including macrosomia injury to
the child during birth due to large size, and increased risk of childhood obesity and adult
diabetes. *® Because of these well-recognized adverse sequelae and recent increases in
GDM both in Massachusetts and nationwide, GDM has been a priority area for MDPH
over the past few years.

e In 2006 GDM complicated approximately 4.2% of all pregnancies in the
United States, up from 3.8% in 2005, an increase of over 10 percent in one
year

e According to Massachusetts birth certificate (BC) data, in 2008 the
proportion of births to mothers diagnosed with GDM remained stable at
4.0% (4.2% in 2007), up 5.3% from the 2006 prevalence of 3.8% and 43%
since 2000 when the rate was 2.8%
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Although the birth certificate is still the most widely used surveillance system in
the state, because of known underreporting of many maternal medical conditions, it does
not allow us to accurately estimate the prevalence of GDM. Additional data and data
linkages can improve the description of and understanding of GDM. BC data linked with
hospital discharge data in the PELL data system were used to improve the identification
of GDM cases among Massachusetts mothers. The linkage also improves the ability to
distinguish between GDM and pre-existing diabetes.

The prevalence of GDM observed in PELL was 5.4% compared with
4.2% in BC data in 2007. While the percentiles differ, the PELL results
are consistent with observations made using BC data alone in regards to
the increase seen in overall prevalence and the variations across
race/ethnicities and age groups

The prevalence of GDM in Massachusetts has increased 59% from 1998
(3.4%) through 2007 (5.4%). The overall prevalence from 1998-2007 was
4.4%

From 1998 to 2007, the prevalence of GDM was highest among Asian/PI
(8.0%) and lowest among White, Non-Hispanics (4.0%). Among Black
non-Hispanics and Hispanics the prevalence was 4.7% and 4.3%
respectively

From 1998-2007, the prevalence of GDM was consistently higher among
Asian/PI [See Figure 3B-10]

The prevalence of GDM increased with increasing maternal age: 8.3%
among women aged 40 years or older; 5.2% among women aged 30-39
years; 3.4% among women aged 20-29; and 1.3% among women aged less
than 20 years

The prevalence of GDM by maternal ancestry demonstrated even wider
variations than those seen across race/ethnicities. For example, while the
prevalence among Asian mothers was 8.0% the prevalence among Asian,
Indian mothers was 11.0% versus 3.1% among Cape Verdeans
Stratification of GDM rates by pregnancy outcomes, parity and plurality
showed associations with higher birth weight, preterm birth, parity two or
greater and plurality of two or greater

The adjusted population attributable fraction (aPAF) analysis of GDM
showed that 12.4% of the overall GDM prevalence could be attributed to
race/ethnicity, 23.1% to age, 4.4% to parity, and 1.1% to plurality.
Overall, the average age of mothers is going up, the birth rate of White,
non-Hispanic mothers is going down and the birth rates of non-White
race/ethnicities are going up. However, these demographic shifts in our
state do not completely explain the 59% increase in GDM rates seen since
1998. Through standardization of rates by age and race, no more than 10%
of the GDM increase over the past several years can be explained by
demographic cohort effects
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Gestational Diabetes Trends by Race/Ethnicity for All Deliveries among
Massachusetts Residents: Massachusetts 1998-2007
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Source: Pregnancy to Early Life Longitudinal (PELL) Data System: MA 1998-2007
Figure 3B-10

PRAMS data also provide information on the prevalence of GDM in
Massachusetts and allows us to examine risk factors associated with GDM. According to
PRAMS 2007-2008 data, the prevalence of women reporting GDM during their most
recent pregnancy was 7% (NOTE: PRAMS data may overestimate the true prevalence of
GDM due to: 1) misclassifying undiagnosed pre-existing Type 1 or 2 diabetes that is first
recognized during pregnancy as GDM, or 2) misclassifying mothers who had a positive
initial blood glucose screen but subsequent normal 3 hour GTT who report on the survey
that they had “high blood sugar during this pregnancy” as GDM).

e The highest prevalence of GDM (10.7%) was among mothers who were
obese (BMI >30) prior to pregnancy followed by mothers who were
overweight (10%) and mothers with normal BMI (4.8%). These
differences were statistically significant [See Figure 3B-11]

e GDM prevalence was highest among Asian non-Hispanic women (11.2%)
and followed by other non-Hispanic women (9.9%)

e GDM prevalence was higher among non-US-born women (10.7%) than
US-born women (5.2%)
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Gestational Diabetes by Pre-pregnancy Body Mass Index: Massachusetts 2007-2008
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Source: Pregnancy Risk Assessment Monitoring System (PRAMS): MA 2007-2008
Figure 3B-11

As the prevalence of childhood and adolescent overweight and obesity continues
to increase, GDM will be an increasing issue among women of childbearing age.
Improved prevention efforts and further awareness of factors associated with increased
risks are needed, particularly since women with GDM have an increased risk of
developing Type 2 diabetes later in life, and there is growing evidence of negative
outcomes among offspring of women with GDM. While the obstetrician provides care
during pregnancy, after the delivery, the information about GDM must be provided to the
primary care provider so that these women can receive additional monitoring care and
management to prevent, identify and treat as early as possible Type 2 diabetes.

Chronic Diseases

Women with specific pre-existing chronic conditions such as diabetes mellitus,
anemia, hypertension, thyroid disorders, gynecological disorders, epilepsy, systemic
lupus erythematosus, hyperphenylalaninemia, asthma, heart disease, deep venous
thrombosis, kidney disease, hemoglobinopathies, cancer, seizure disorders, tuberculosis,
rheumatoid arthritis, and mental health/psychiatric disorders are at increased risk for
adverse pregnancy outcomes. It is important that these conditions be well-controlled
before and during pregnancy. Women on medication may need to modify, stop or be
advised not to stop taking their medications depending on potential harm to the growing
fetus.
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BRFSS 2006-2008 data provided the following statistics about prevalence and
disparities related to certain chronic conditions among women of childbearing age:*’

The overall prevalence of ever being diagnosed with diabetes among
women aged 18-44 years was 2.3%

The prevalence of ever being diagnosed with diabetes increased with
increasing age: 15% among women aged 25-49 years, 2.0% among
women aged 30-34 years, 2.8% among women aged 35-39 years and 3.5%
among women aged 40-44 years

The prevalence of diabetes among Black, non-Hispanic (3.4%) and
Hispanic (4.6%) women was more that twice that among White, non-
Hispanic women (1.8%). The prevalence among women of Asian/Pacific
Islander descent was not reported due to small sample size.

The overall prevalence of pre-diabetes among women aged 18-44 years
was 3.7%

The cumulative lifetime prevalence of asthma among women aged 18-44
years was 18.1%. The breakdown by race ethnicity was the following:

0 21.3% among Hispanics

0 18.1% among White non-Hispanics

0 16.7% among Black non-Hispanics

0 7.8% among Asian/Pacific Islanders

The overall lifetime prevalence of hypertension among women aged 18-44
years was 8.5%. The breakdown by race ethnicity and age was the
following:

0 8.1% among White, non-Hispanics

15.0% among Black non-Hispanics

12.0% among Hispanics

The prevalence of hypertension among female Asian/Pacific Islanders
was not reported due to small numbers

5.9% among females aged 18-24 years

5.8% among females aged 25-29 years

7.4% among females aged 30-34 years

8.2% among females aged 35-39 years

11.9% among females aged 40-44 years

The lifetime prevalence of angina/CHD among females aged 18-44 years
was 1.0%. The breakdown by race ethnicity was the following:

0 1.5% among Black non-Hispanics

0 1.2% among Hispanics

0 0.9% among White non-Hispanics

0 0.6 among Asians

The overall prevalence of stroke was 0.4% among women aged 18-44
years The prevalence was 0.5% among Black non-Hispanics and 0.3%
among White non-Hispanics

The reported prevalence of having a disability for more than one year was
15.4% among females aged 18-44 years. The breakdown by age and race
ethnicity was the following:

0 17.5% among women aged 18-24 years

(elNelNe
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17.3% among women aged 22-29 years
12.1% among women aged 30-34 years
12.4% among women aged 35-39 years
17.3% among women aged 40-44 years
16.2% for Hispanics
15.6% for White non-Hispanics
0 1.2% Black non-Hispanics
e During 2002-2006, invasive breast cancer was the most common
type of newly diagnosed cancer among Massachusetts women,
accounting for approximately 28% of new cancers among women in
the state
0 The average annual age-adjusted incidence rate of breast
cancer was 132.9 per 100,000 women
o The mortality rate from invasive breast cancer decreased by
3.1% annually from 2002-2006
0 The age-specific incidence rate (cases per 100,000 women in that age
group) of breast cancer increases with each age category: 5.8 cases
among women aged 25-29 years; 25.6 cases among those aged 30-34
years; 66.3 among women 35-39 years; 128.1 among women 40-44
years; and 215.8 cases per 100,000 women aged 45-49 years

O O0OO0OO0OO0OO0

Infectious Diseases

Women with sexually transmitted infections (STIs) including gonorrhea,
chlamydia, syphilis, HIV, and hepatitis B and C before or during pregnancy should be
appropriately treated to improve the outcome of both the mother and the baby. Compared
to men, women are more likely to become infected if exposed to STIs and, if contracted,
STIs are more likely to remain undetected and untreated for prolonged periods of time in
women. As such, complications associated with STIs are greater and more common
among women.'” For these and other reasons, the immune status of women before
pregnancy should be established to reduce adverse health outcomes for the newborn.
Mothers who contract rubella (German measles) or chicken pox (varicella) during
pregnancy have a high risk of giving birth to a baby with mental retardation, heart defect,
and deafness. Therefore, it is important for women to have appropriate screenings,
immunizations, and treatments when they are planning to become pregnant.

Hepatitis

In 2008 among Massachusetts women aged 18-44 years there were:
e 98 confirmed cases of chronic hepatitis B
e 12 cases of confirmed hepatitis A
e 923 confirmed cases of hepatitis C'"'
e The highest incidence (count) of acute hepatitis B among women was
among women aged 30-37 years (27), followed by those aged 28-32 years
(22), 23-27 years (22) and 38-42 years (13)
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¢ Since 2004 the number of incident diagnosed, reported, and confirmed
cases of hepatitis C among women in Massachusetts has declined steadily
from more than 1,800 to less than 1,000'*

e MDPH follows up all cases of hepatitis A and C

e The Massachusetts Immunization Program follows up all women aged 14-
44 years who have a positive hepatitis B surface antigen screen for
pregnancy status to prevent vertical transmission of hepatitis B. Infants of
women who screened positive will receive hepatitis B-immunoglobulin at
birth and appropriate doses of hepatitis B-vaccine

Tuberculosis

Pregnant women with untreated active tuberculosis (TB) can endanger the
newborn at delivery. Infants born to women with untreated TB may be of lower birth
weight than those born to women without TB and rarely the infant may be born with TB.
The overall goal of TB treatment is to cure women and minimize transmission to others.
The risk of TB transmission is higher among infants and children under four.'”® TB is
especially prevalent in minority women who are more likely to live in condensed groups.
Pregnant women have been targeted for TB testing because pregnancy is sometimes the
first encounter with the health care system for minority women.'® According to the
MDPH Bureau of Infectious Diseases Prevention, Response and Services, Division of
Tuberculosis Prevention and Control, in 2008, there 261 cases (case rate 4.11 per 100,000
population) of active tuberculosis (TB) were reported to and verified by the Division of
TB Prevention and Control. TB cases declined in 2007 by 14%. However, that decrease
was not sustained in 2008. TB cases increased by 17% in 2008.

e Persons in minority population groups composed 80% of the TB cases in
2008. For blacks, the case rate was 20.7 per 100,000, and for Hispanics,
the case rate was 9.6 per 100,000. Asians continue to have a higher case
rate than any other group (39.1 per 100,000 in 2008). Blacks are 21 times
more likely than whites to be diagnosed with TB, Hispanics 10 times more
likely, and Asians 40 times more likely than whites

e Ofthe 261 cases of TB in MA in 2008, 111 (42%) were women

¢ Among men and women diagnosed with TB in 2008, the majority of cases
were individuals aged 25-44 years (37%) followed by those aged 45-64
years (29%)'*

e Among Massachusetts women aged 15-44 years, there were 37 cases of
confirmed TB in 2009. Of these 17 were Asian, 13 were Black non-
Hispanic, 4 were Hispanic, and 3 were White non- Hispanic

Chlamydia, Gonorrhea and Syphilis

Chlamydia trachomatis is a common cause of urethritis and cervicitis, and
sequelae of untreated infections include pelvic inflammatory disease, ectopic pregnancy,
and tubal factor infertility. Chlamydia infections in women are more likely than those in
men to remain undetected, leading to delayed diagnosis and treatment and ultimately
more untreated infections.'” In 2007 the female to male ratio among chlamydia cases
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was 2.6 to 1.0. However, such an over-representation of women among chlamydia cases
is likely due in part to increased screening among women versus men. ' Pap smears are
important for screening for cervical cancer, vaginal infections such as bacterial vaginosis
and STIs. According to 2006 BRFSS data, 84% of MA women reported having had a Pap
smear test within the past 3 years.

MDPH monitors trends in diagnoses of chlamydia infections among youth and
examines racial/ethnic disparities in diagnoses. Compared to older adults, sexually active
youth (aged 15-19 years) and young adults (aged 20-24 years) are at higher risk for
acquiring STTs. This higher risk is due to a combination of behavioral, biological and
cultural factors, accessibility to quality health care, and concerns about confidentiality.'*®
The majority of reported chlamydia infections in Massachusetts are in youth and young
adults.

The MDPH Bureau of Communicable Disease Control Surveillance provides the
following highlights for 2009 data:

e A total of 18,814 cases of chlamydia were reported to MDPH, the highest
recorded number in over 15 years

e 4386 cases of chlamydia were reported among women aged 15-19 years.
The rate of chlamydia diagnoses among women aged 15-19 years was
19.2 per 1,000 compared with 18.6 per 1,000 in 2008

e A total of 8,680 cases of chlamydia were reported among women aged 20-
44 years. The rate of chlamydia diagnoses among women aged 20-44
years was 7.6 per 1,000 in 2009 compared with 7.0 per 1,000 in 2008'*

e The chlamydia rates among Black, non-Hispanics and Hispanics were 19
and 14 times the White rate, respectively

e Among women aged 15-29 years the incidence rate of chlamydia was
consistently 6 to 10 times that of gonorrhea and syphilis

Since chlamydia infection is often asymptomatic and diagnosis is dependent on
laboratory testing, increased screening for chlamydia infection is one cause of increased
reports of cases. Periodic screening is now recommended for all sexually active young
women, and successful implementation of these screening recommendations leads to
increases in reported cases. Increases in chlamydia case reports may also stem from
improvements in electronic laboratory reporting. Furthermore, since 1997, 30
Massachusetts clinics have participated in the CDC-funded Infertility Prevention Project,
whose goal is to reduce infertility and other health consequences of chlamydia infection
through increased screening and treatment of high-risk women. Potential explanations for
the observed racial/ethnic differences in chlamydia rates include improved insurance
coverage for Black non-Hispanic and Hispanic youth with resulting increases in
screening, and increases in the number of youth and young adults of color living in
Massachusetts who might not be accounted for in the denominators used for rate
calculations.

State trends in the age-specific incidence of gonorrhea mirror that of chlamydia in
recent years. After increasing between 1998 and 2002 there was a notable decline in
reported cases of gonorrhea in Massachusetts between 2003 and 2006. However, between
2006 and 2007 there was a 10% increase in total number of gonorrhea cases. In 2007,
48% (1,315) of all cases were among women. While the statewide rate of gonorrhea is
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43.0 cases per 100,000, gonorrhea rates are four times the state rate among young adults
and 3.2 times the state rate among youth aged 15-19 years. Compared to White, non-
Hispanics, gonorrhea rates among Black, non-Hispanics are 26.4 times higher and among
Hispanics are 9.4 times higher. This disparity in gonorrhea rates significantly exceeds the
disparity seen nationwide. The rate in Blacks is 18 times higher than the rate in Whites
while the rate in Hispanics is two times greater than the rate among Whites.''°

In 2008, there were 892 cases of reported and confirmed gonorrhea of which:

e 171 (19.2%) were women aged 18-19 years

394 (44.2%) were women aged 20-24 years
170 (19.1%) were women aged 25-29 years
86 (9.6%) were women aged 30-34
38 (4.3%) were women aged 35-39 years
33 (3.7%) were women aged 40-44 years

The incidence of reported primary, secondary, and early latent syphilis increased
by 22% between 2006 and 2007: 48% of the 266 cases in 2007 occurred in Suffolk
County. In 2007 the ratio of male to female cases of syphilis was 9.6 to 1. Unlike with
chlamydia and gonorrhea, the incidence of reported syphilis was higher among people
over the age of 25 years.'"

HIV/AIDS

All women who are pregnant or planning to become pregnant are recommended
to be counseled and offered HIV testing. Testing in pregnancy is important because
treatment is available that can improve the mother’s health and prevent vertical
transmission of the disease to her baby.''? Prior testing does not rule out HIV. The
American College of Obstetrics and Gynecology (ACOG) and the Centers for Disease
Control and Prevention (CDC) recommend routine HIV counseling during pregnancy,
regardless of risk profile and prior pregnancies. HIV testing is voluntary and must be
done with informed consent and women may want to include their partners in the
counseling session. The 2008 BRFSS data indicate that 10% of women aged 25-49 years
reported being screened for HIV within a year of taking the survey. Younger women
were more likely to be screened. Among women aged 25-29 years, 18.2% reported being
screened, whereas 14.9%, 8.8%, 6.2%, and 4.4% reported being screened among women
aged 30-34, 35-39, 40-44, 45-49 years, respectively.

Substantial racial/ethnic disparities in HIV infections exist in Massachusetts. The
age-adjusted annual rate of HIV infection among Black, non-Hispanics is 30 times
greater than that among White, non-Hispanics, while that of Hispanics is 15 times greater
than the rate among White, non-Hispanics. As of December 31, 2008, there were:

e 5,165 women, of all ages, living with HIV across the state. Of these:
0 2,168 (42%) were Black non-Hispanic
1,468 (28.4%) were Hispanic
1,433 (27.7%) were White non-Hispanic
96 (1.8%) were all other race/ethnic categories''
The majority of the 5,165 cases (2,561) of these were women aged 18-
44 years114
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e In 2004 there were 4 incident cases of second generation HIV/AIDS
transmission.'"” In 2009 there were 3 cases of HIV transmission (2009
data is still preliminary)''®

According to 2008 Massachusetts PRAMS data:

e Approximately 74% of mothers reported being offered an HIV test during
pregnancy, 20.7% reported not being offered an HIV test, and 5.4%
reported not knowing whether a test was offered

e The prevalence of being offered an HIV test was higher among Black,
non-Hispanic (85.6%) and Hispanic (87.9%) mothers compared to White,
non-Hispanic (69.5%) and Asian, non-Hispanic (71.4%) mothers; as well
as among mothers under the age of 20 years (90.8%) compared to mothers
aged 30-39 years (64.9%), and < 100% FPL (87.8%) compared to > 100%
FPL (70.1%). Note: this data may be somewhat misleading as Black,
younger, and high school educated women are more likely to be profiled
as “at-risk” for HIV/AIDS and therefore are offered screens at a higher
rate though this conflicts with MDPH/ACOG/CDC guidelines to screen
everyone regardless of risk profile

e Overall, 59.9% of mothers reported having an HIV test during their
pregnancy, 30.7% reported not being tested for HIV, and 9.4% reported
not knowing whether they had been tested

e The prevalence of being tested for HIV during pregnancy was higher
among Black, non-Hispanic (75.9%) and Hispanic (79%) mothers
compared to White, non-Hispanic mothers (53.4%) and Asian, non-
Hispanic (61%); HIV testing during pregnancy was also higher among
mothers aged <20 years (82.3%) and 20-29 years (71.1%) compared to
those aged 30-39 years (47.4%); mothers living at < 100% FPL (81%));
and those non-US born (70.4%)

e Mothers who were college graduates (63.8%) were less likely than those
with a high school diploma or less to report being offered (85.2%, 87.8%
respectively) an HIV test

e College graduates (45.6%) were less likely than those with some college,
high school diploma, or less to report having an HIV test during
pregnancy (64.7%, 73.3%, and 79.8% respectively)

e Of the 14.9% of mothers who were offered an HIV test during their
pregnancy and refused, the most common reasons for refusing the test
were not thinking that she was at risk for HIV (40.6%), having been
previously tested (39.9%), and not wanting people to think she was at risk
for HIV (33.6%)"'"’

Since the 1990’s, Massachusetts has experienced a significant reduction in
identified cases of mother-to-child transmission of HIV infections. While success is
attributed to improvements in HIV screening during pregnancy and the treatment of HIV
infected women with anti-retroviral therapy [See Figure 3B-12 below],''® almost 1 in 5
women in Massachusetts are still not offered an HIV test.'"”
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Identified Mother-to-Child Transmission of HIV Infection
by Year of Birth, Massachusetts, 1985-2009
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Source: HIV/AIDS Surveillance System, MA March 2010
Figure 3B-12

HIN1

HINT1 (the swine flu), a highly contagious viral flu transmitted by air, arose as a
particular health risk among pregnant women and children in 2009. With a first outbreak
associated with numerous hospitalizations and deaths in the spring of 2009, the winter flu
season began earlier than usual with a surge in reported cases of HIN1 beginning as early
as September. Between April 26, 2009 and April 15, 2010 a total of 1,998 cases of HINI1
were diagnosed among individuals in Massachusetts: 1,007 (50.4%) of these cases of
HIN1 were to females, 402 (20.1%) were hospitalized, and 33 (1.7%) died. Of the 1,007
women, 63 (6.2%) were pregnant. 120

Pregnancy and Postpartum Outcomes
Breastfeeding

Exclusive breastfeeding for the first 6 months of life is recognized as the best and
most complete source of nourishment for most infants. Such exclusivity for the first 6
months is further associated with lowered risk of infections and certain chronic diseases
and is shown to have substantial health benefits for mothers as well. '*' The promotion of
breastfeeding has been a major focus for the Massachusetts WIC program as well as
home visiting and prenatal programs. MDPH has proposed Hospital Licensure
Regulations that include strong requirements related to the promotion of breastfeeding.
According to 2009 Massachusetts data from the Pediatric Nutrition Surveillance System
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(PedNSS) representing approximately 8.2 million low income children aged birth to five
5 years across the country:

In 2008, 72.1% of Massachusetts mothers (versus 59.8% of mothers
nationwide, Massachusetts ranked 11" in the Nation) reported ever
breastfeeding their child; this measure has consistently increased since
1999 when it was 58.6% '** 1%

The prevalence of infants ever breastfed in the past ten years was
consistently high among Hispanic infants whose breastfeeding prevalence
rose from 71.1% in 1999 to 80.5% in 2008

The prevalence of ever breastfeeding among MA PedNSS infants has also
increased among Black non-Hispanic infants, whose prevalence increased
from 68.1% in 1999 to 82.6 % in 2008, the largest improvement for
breastfeeding initiation

The greatest proportion of infants to be ever breastfed in 2008 MA
PedNSS data was observed among Black non Hispanic infants (82.6%),
surpassing Hispanic infants and other race groups

The overall proportion of infants in 2008 MA PedNSS that were
breastfeed for at least six months was 27.3% (compared with 25.4%
nationally)

In the 2008 MA PedNSS, the greatest prevalence in breastfeeding for at
least six months occurred among Black non-Hispanic infants (38.2%),
followed by Hispanic (30.9%), Asian (26.3%), and White non-Hispanic
(21.0%)

In the national PedNSS, the greatest prevalence of breastfeeding for at
least six months occurred among Hispanic infants (36.4%), followed by
Asian (28.7%), American Indian (26.3%), multiple race (19.5%), White
non-Hispanic (19.3%) and Black non-Hispanic (18.2%) infants. 124

In 2008, neither MA PedNSS nor their national counterparts met the HP-
2010 goal of breastfeeding for at least six months set at 50%

According to 2008 MA PRAMS data:

81.6% of respondents reported initiating breastfeeding; this estimate
exceeds the Healthy People 2010 goal of 75% initiation set by the US-
DHHS in 2000

About 70.9% reported any breastfeeding for at least 4 weeks and 62.1%
for at least 8 weeks

Approximately 54.1% reported exclusive breastfeeding for at least 4
weeks, and nearly 46.3% for at least 8 weeks

The following PRAMS statistics highlight disparities in breastfeeding initiation,
duration and exclusivity among Massachusetts mothers:

Prevalence of breastfeeding initiation and duration to 4 and 8 weeks was
highest among other non-Hispanic mothers (91.1%) and lowest among
White non-Hispanic mothers (78.4%)

Ever breastfeeding was higher among those mothers who were college
graduates compared to those with a high school diploma; initiation and
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duration to 4 (80.9%) or 8 weeks (76.6%) was higher among mothers who
were college graduates compared to mothers at all other levels of
educational attainment; however, there was no difference in exclusivity at
4 or 8 weeks observed across levels of educational attainment

e Mothers living at or below 100% FPL were less likely to breastfeed either
exclusively or with supplementation at 4 or 8§ weeks; however, the
prevalence of ever breastfeeding was not statistically significant

e Non-US born mothers had a higher prevalence of ever breastfeeding
(93.3% compared to 77.2% among US born and higher prevalence of
breastfeeding either exclusively or with supplementation at 4 (86.5%) or 8
weeks (77.8%)

e Mothers participating in WIC during pregnancy were less likely to report
breastfeeding (either exclusively or with supplementation) at 4 (63.8%) or
8 weeks (51%) as well as exclusive breastfeeding at 8 weeks (37.7%),

e Mothers reporting that they wanted their pregnancy then or sooner were
more likely to report breastfeeding (either exclusively or with
supplementation) at 8 weeks (67.4%)

The three statewide maternal focus groups, facilitated by the Massachusetts Title
V Needs Assessment Team, asked women about their experiences with breastfeeding.
While breastfeeding was a major goal for most mothers, many participants often found
breastfeeding difficult or felt an overwhelming pressure to breastfeed. Pressure reportedly
came from nurses who, participants noted, also often gave conflicting advice. Other areas
of concern focused around feelings of discomfort with breastfeeding in public places
while others were uncertain if their baby was getting enough milk. Cumulatively, focus
group participants stated that their family and close friends were the biggest influences in
their decision to breastfeed. If family members were supportive of breastfeeding, women
were more likely to breastfeed.

Maternal Mental Health

Recent research demonstrates a notable association between perinatal maternal
mental health and infant birth outcomes.'> In a recent study, the offspring of mothers
with any mental health diagnosis during pregnancy or at the time of delivery illustrated
increased risk of low birth weight, preterm birth, placental abruption, tocolysis,
respiratory distress syndrome, and in the case where diagnosis was made at delivery, fetal
death.'*® Postpartum depression has been documented to negatively affect maternal and
infant health including interfering with infant development and the development of the
mother-child bond."*” Given the short and long-term sequelae for mothers and their
infants associated with maternal perinatal and postpartum depressive symptoms, the
importance of addressing maternal mental health issues is apparent.

According to the 2008 MA PRAMS survey:

e About 8% of respondents reported always or often experiencing
depressive symptoms during the post-partum period; 25.1% of
respondents reported sometimes having these emotions, and 67% reported
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rarely or never experiencing depressive symptoms following the birth of
their child'*®

The prevalence of reporting often or always experiencing post-partum
depressive symptoms was highest among Hispanic (12.2%), Black, non-
Hispanic (10%), and Asian, non-Hispanic (10%) mothers compared to
mothers of other race/ethnicities (7.5%) and White, non-Hispanic (6.6%)
mothers

About 15% of mothers aged < 20 years reported often or always
experiencing depressive symptoms post-partum compared to 9.2% of
mothers aged 20-29 years, 6.3% aged 30-39 years and 2% aged 40 years
of and older

The prevalence of post-partum depressive symptoms was two times higher
among mothers living at or below100% FPL (14.6%) compared to those
living above 100% FPL (6.2%), and was also elevated among mothers
with less than high school (11.9%), high school education (11.1%), and
some college (11.3%) compared to those women who were college
graduates (3.8%)'%

Recent research using linked hospital visit data indicates that between 2001 and
2005, the most prevalent maternal mental health diagnoses during pregnancy and 12
months post partum were mood disorders (3.4%), including depressive and bipolar
disorder. In particular, depressive disorder made up 2.8% of all mental health diagnoses
during this period. Approximately 25% of mental health diagnoses were made during the
pregnancy while over 40% were made at time of delivery and 33% were made during the
post-partum period.'*

MA PRAMS 2007-2008 shows the following:

Of the women who indicated that they always experienced depressive
symptoms during the postpartum period, 69.6% sought help for these
depressive emotions

Only 43.1% of those reporting often experiencing such depressive

symptoms during the postpartum period reported seeking help for their

symptoms

Data from the 2008 BRFSS indicate the following regarding self-rated

matelgrzlal mental health among Massachusetts women aged 25-49 years of

age:

0 The prevalence of reporting always or usually receiving the emotional
support one needs ranged from 84% to 86% and was highest among
those 45 to 49 years of age

0 The prevalence of reporting 15 or more tense days in the past month
was highest (19.2%) among women aged 30-34 and 45-49 years, and
lowest (15%) among women aged 25-29 years

In three focus groups with new mothers, maternal mental health emerged as a
prevalent concern. Women stated that the transition from pregnancy to motherhood was a
difficult period and they often felt unprepared, isolated, alone, and/or depressed. During
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the postpartum period women acknowledged that they often felt guilty taking time for
themselves and it was difficult to accomplish everyday activities. Some women also
noted that their male partners were unaware or not familiar with the “baby blues” or
postpartum depression and were unsure of how to help their partners.

In another focus group, conducted with mothers from the EIPP Program,
participants expressed a desire to know that other mothers had gone through similar
emotional experiences and to find ways in which to connect with these other mothers.
Connecting with other mothers was important particularly for women who lacked social
or familial support networks. Participants also expressed a desire to feel more in control
of their own physical and emotional well-being, welcoming advice about self-care,
reasons why babies cry, and safe ways to calm crying babies.

Maternal Injury

Since injury-related deaths are a major contributor to pregnancy-associated
mortality, DPH staff who contributed to a study of pregnancy-associated injury morbidity
with researchers from Northeastern University and Boston University School of Public
Health, published an article in the Journal of the Midwifery Women’s Health in 2008.'*
Using the PELL data system, researchers examined hospital visits (inpatient, observation,
and emergency department) for injury occurring during pregnancy and one year
postpartum (the pregnancy-associated period) to determine groups at risk for injuries. The
dataset included maternally-linked vital records and hospital visit data for a population-
based cohort of women residing in Massachusetts who delivered during 2002-2003 (n
=100,051). The findings and recommendations:

e Opverall, one in seven women sought hospital care for pregnancy-
associated injuries, and rates were as high as one in four for some
subgroups

e Most pregnancy-associated injury visits (91%) occurred in emergency
departments. More than 4% of women had a motor vehicle collision, the
leading cause of injury

e The risk for injury was significantly higher among women who were
adolescents (relative risk [RR] =1.88; 95% confidence interval [CI], 1.78 —
1.98), Black non-Hispanic (RR =1.88; 95% CI, 1.80 —1.97), those who
had public insurance (RR =2.50; 95% CI, 2.41-2.56), or those who had
less than a high school education (RR=2.48; 95% CI, 2.39 —2.58) when
compared with referent groups

e Clinical guidelines for preconception and pregnancy-associated periods
should include recommendations for injury history assessment and
preventive counseling for women

Maternal Mortality

The Massachusetts Maternal Mortality and Morbidity Review Committee
(MMMRC) reviews maternal deaths, examines the incidence of pregnancy
complications, and makes recommendations to improve maternal outcomes and prevent
mortality. Maternal death, while rare, is a critical health indicator for women giving birth.
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The leading causes of maternal death have also shifted from infections, pregnancy-

induced hypertension, cardiac disease and hemorrhage to injury (suicide, homicide, and

motor vehicle crashes) and pulmonary embolus.

Pregnancy-associated death is defined as any death of a woman while pregnant or

within one year of termination of pregnancy, irrespective of cause. Maternal deaths are
defined as a death of a woman while pregnant or within 42 days of termination of
pregnancy, regardless of site or duration of pregnancy, from any cause related to or
aggravated by pregnancy and its management (not from accidental or incidental cause).

There has been a dramatic decrease in maternal mortality in Massachusetts during the last

half of the 20th century.

e In 2008 the Massachusetts maternal mortality ratio (MMR) per 100,000

occurrence live births was 10.3; largely unchanged since 2006 when it was

8.9, but significantly higher than the 2000 rate of 1.2 per 100,000 live
occurrence births. [See Figure 3B-13 below]. It is more than 25% higher

than the HP 2010 target of 3.3 per 100,000 live births'**
e In 2008 there were 23 pregnancy-associated deaths, including 8 maternal

deaths '*°

0 The pregnancy-associated mortality ratio (PAMR) for MA was 29.7

per 100,000 live occurrence births, largely unchanged from 2006 when
it was 28 per 100,000 live occurrence births, but up significantly from

its low of 16 per 100,000 live occurrence births in 2004

Trends in Pregnancy-Associated Mortality and Maternal Mortality:
Massachusetts 1993-2008
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3B.3 Health of Infants

Low Birthweight (LBW)

Low birthweight infants (LBW, weighing less than 2,500 grams or 5.5 pounds)
are at increased risk of medical problems and death compared with infants of normal
weight, and are at higher risk of delayed development and poor school achievement later
in life. LBW is the greatest contributing factor to infant mortality and, particularly,
neonatal mortality.'*® As such, LBW is an infant outcome of significant concern, as well
as very low birth weight (VLBW) defined as infants born weighing less than 1,500 grams
or 3.3 pounds. LBW as a percentage of births in Massachusetts has remained stable at
7.9% since 2005. The underlying contributors to the incidence of LBW and very low
birthweight (VLBW, defined as infants born weighing less than 1,500 grams or 3.3
pounds) are well known, such as maternal race, maternal age, maternal education,
maternal health status prior to pregnancy, maternal smoking, drinking, or use of drugs,
and birth order.

e LBW births have increased substantially since 1990, but have remained
relatively stable over the past three years. In 2008 7.8% of births in
Massachusetts were LBW; Massachusetts ranked 24" in the nation on this
indicator and was more than 25% above the HP 2010 goal of 5%’

e In 2008 the prevalence of LBW was lowest among infants born to mothers
aged 25-29 and 30-34 years (7.1%) and highest among mothers aged < 19
years (9.1%) or 40 years and older (11.1%)

e In 2008 the prevalence of LBW was highest among live births to Black,
non-Hispanic (11.0%) and Hispanic mothers (8.2%)

e In 2008, the prevalence of LBW among teen mothers aged 15-17 years
was 9.2% while that among teen mothers aged 18-19 years was 9.1%"**

e In 2008, 5.5% of singleton births were LBW while 53.8% of twins and
87.6% of higher-order multiples were LBW '*°

Very Low Birthweight (VLBW)

e Prevalence of VLBW remained largely unchanged between 2006 and
2007 with a prevalence of 1.4%. The prevalence was 1.3% in 2008; more
than 25% above the HP 2010 goal of 0.9%'*°

e Black, non-Hispanic infants (2.7%) continue to have the highest
prevalence of VLBW; the percentage of infants of VLBW born to
Hispanic mothers increased by 36% (from 1.2% to 1.5%) between 2006
and 2008'*!

e In 2008, the prevalence of VLBW among teen mothers aged 15-17 years
was 2.2% while that among teen moms aged 18-19 years was 1.3%'**
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Prematurity

The prevalence of preterm delivery, a pregnancy complication defined as the
delivery of an infant before 37 weeks of gestation, increased by 22.2% in Massachusetts
between 1996 and 2008, from 7.2% to 8.8%, within 20% of the HP 2010 goal.'®

e In 2008 Black, non-Hispanic mothers continued to have the highest

percentage of preterm infants; however, this was a significant decrease
from 2006 (18%) '**
e The percentage of late pre-term births (34-36 weeks gestation) has
increased approximately 3% annually since 1997, rising to 6.2% in
2008'%

e The percentage of infants delivered very early (before 28 weeks of
gestation) has remained stable since 1997 at 0.6%

e In 2008, Black, non-Hispanic mothers had the highest proportion of
infants delivered very early (1.5%), a percentage more than double that of
White non-Hispanics and Asians

e According to 2008 PRAMS data, approximately 23.0% of Massachusetts
mothers reported that preterm labor was not discussed at all with their
health care providers during their pregnancy

Perinatal Mortality
Feto-Infant Mortality

Fetal and infant deaths reflect maternal health and other factors. It is important to
understand factors that are associated with fetal deaths (stillbirths) to provide a more
complete assessment of pregnancy outcomes. A stillbirth is defined as a fetal death
occurring at 20 weeks or greater gestational age, resulting in the delivery of an infant that
does not breathe or show any other evidence of life, such as a heart beat, and does not
respond to resuscitation.'*’ Massachusetts state law mandates the reporting of all
stillbirlglgs that occur in hospitals at 20 weeks gestation or more or weigh 350 grams or
more.

MDPH uses the Perinatal Periods of Risk Approach (PPOR) approach to assess
feto-infant mortality using four major categories that are important for indicating which
preventive actions would be most effective:

e Maternal Health/Prematurity including fetal deaths occurring at 24 weeks
or more, and weighing between 500-1499¢g and infant deaths among very
low birthweight infants (less than 1500 grams), are attributed to maternal
health factors. Maternal health factors are also related to preconception
care

e Maternal Care including fetal deaths occurring at 24 weeks and greater
and weighing 1500g or more are attributed to maternal care factors and
are largely related to prenatal care

e Newborn Care including death in the neonatal period (0-27 days) of
infants born with a birthweight of 1500g or more are attributed to newborn
care factors
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e Infant Health including death in the post neonatal period (28-364 days) of
infants born with a birthweight of 1500g or more are attributed to infant
health factors

Feto-infant mortality figures for 2008 are highlighted below:

e Feto-mortality rate was 5.0 per 1,000 live births plus fetal deaths within
25% of the HP 2010 goal

e Fetal deaths continue to account for more than half of the state’s feto-
infant mortality rate; however, despite greater survival among those born
before 24 weeks of gestational age, infant deaths remain high and have not
shown much improvement over the past decade

e Figure 3B-14 shows the overall feto-infant mortality rate (FIMR) for the
state and for each PPOR category for 2008

Feto-Infant Mortality MA: 2008

Fetal Deaths Neonatal Post neonatal
500-1499 g Maternal Health/ Prematurity
25
5.8
1500+ g Maternal Newborn Infant
Care Care Health
1.7 0.8 0.8

Source: Office of Data Translation, Bureau of Family and Nutrition, MDPH: 2008
Figure 3B-14

e Significant disparities exist in FIMR across racial/ethnic categories: '*’

0 Overall FIMRs for the state was 4.6 per 1,000 live births plus fetal
deaths among white, non-Hispanics, compared to 13.5 among Black,
non-Hispanics (See Figure 3B-15 below). FIMR among Black, non-
Hispanics and Hispanics have consistently been above the state rate
since 1998

0 Black, non-Hispanic FIMR was twice as high as that among White,
non-Hispanics in 1990. By 2008 this disparity increased to a nearly
three-fold higher rate among black versus White, non-Hispanics
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0 Figure 3B-15 shows the overall FIMR among Black versus White,
non-Hispanics by PPOR category in 2008

Feto-Infant Mortality
Black non-Hispanic MA: 2008

Fetal Deaths Neonatal Post neonatal
500-1499 g Maternal Heaét;]/ Prematurity
13.5
1500+ g Maternal Newborn Infant
Care Care Health
3.6 1.8 2.4

Source: Office of Data Translation, Bureau of Family and Nutrition, MDPH: 2008
Figure 3B-15

The FIMR for White, non-Hispanic women aged 20 years or greater with 13 or
more years of education was used as the “reference group” to calculate the “excess” feto-
infant mortality in other groups. In 2008, the FIMR in this population was 4.7 per 1,000
live births and fetal deaths.

e Using the reference group, the “excess” feto-infant mortality for the state
was 1.1 per 1,000 live births plus fetal deaths, 64% of which was
attributable to maternal health/prematurity factors

e The “excess” feto-infant mortality for all Black non-Hispanic was 8.8 per
1,000 live births plus fetal deaths, which was eight time higher than the
statewide figure of 1.1

e Among White non-Hispanic the overall excess feto-mortality was -0.1

Further analyses will help us to understand differences by community and by
race, and strengthen community partnerships to reduce FIMRs. In addition to PPOR
analysis, Massachusetts has begun to calculate feto-infant mortality as part of the annual
release of birth data.

Infant Mortality

Infant mortality is the focal outcome of a number of national outcome measures
and the focus of several Healthy People 2010 (HP2010) objectives. The HP2010
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objective for overall infant mortality was 4.5 per 1,000 live births; for neonatal mortality,
it was 2.9 per 1,000 live births; and for postneonatal mortality, it was 1.2 per 1,000 live
births. Infant mortality is a very sensitive indicator of health and social well-being in any
given population. Infant mortality is used as the best indicator to measure infant health,
the health of a community and the health of a nation.
e In 2008, there were 382 infant deaths (deaths of infants less than one year
of age) compared with 380 in 2007. The infant mortality rate was 5.0
deaths per 1,000 live births in 2008, compared with 4.9 per 1,000 live
births in 2007. This change was not significant. The infant mortality rate
has decreased by 29% since 1990, from 7.0 deaths per 1,000 live births to
5.0 deaths per 1,000 live births, with a marked decline between 1990 and
2006, but less notable improvement since then '>°
e The 2008 IMR was 25% within the HP 2010 target of 4.5/1,000 live births

Trends in Infant Mortality by Race and Ethnicity: Massachusetts 1990-2008
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1990 1991 (1992 |1993 |1994 |1995 |1996 |1997 |1998 |1999 |2000 |2001 |2002 |2003 | 2004 | 2005 | 2006 | 2007 | 2008
—&— White Non-Hispanic 6.1 5.5 5.5 5.3 5.3 4.4 4.7 4.8 4.6 4.7 3.8 4.1 4.1 4.1 3.8 4.3 4.2 3.9 3.7
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—a&— Hispanic 9.1 9.4 7.9 9.3 7.6 7.2 5.1 6.7 6.7 5.5 5.2 7.3 7.0 5.6 7.6 7.7 6.2 7.4 9.7

Source: MDPH, Bureau of Health Information, Statistics, Research and Evaluation

Figure 3B-16

Significant geographic disparities in infant-mortality exist across the state:
¢ Blacks non-Hispanic had a significantly higher IMR (11.7) than Whites
non-Hispanic (3.7) and Asians (2.7), but not significantly higher than that
of Hispanics (7.9) in 2008
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Based on a three-year IMR from 2006-2008, which was a more stable rate than a
one-year rate, the following communities had higher IMRs when compared with the state
IMR of 4.9 infant deaths per 1,000 live births:

Worcester 10/1,000
Springtfield 9.8/1,000
Fall River 9.2/1,000
Brockton 9.0/1,000
New Bedford 8.5/1,000
Boston 6.9/1,000

Neonatal and Post Neonatal Infant Mortality

Neonatal (0 to 27 days) and post-neonatal (28 to 364 days) mortality rates among
Black, non-Hispanics and Hispanics were consistently higher than the overall state rates
while that among White, non-Hispanic and Asian populations were consistently lower

than that of the state.

151

In 2008 the state neonatal mortality rate (per 1,000 live births) was 3.8;
greater than 25% from the HP 2010 goal of 2.9

Compared to the overall state rate of 3.8, the neonatal mortality rate was
8.6 among Black, non-Hispanics, 6.0 among Hispanics, 3.4 among White,
non-Hispanics and 1.7 among Asians

In 2008 the state post-neonatal mortality rate (per 1,000 live births) was
1.2; meeting the HP2010 goal of 1.2

Compared to the overall state rate of 1.2, this rate was 3.2 among black,
non-Hispanics, 1.9 among Hispanics, 1.0 for Asians, and 0.8 among white,
non-Hispanics

Causes of Death

In 2008 there were 382 identified deaths to infants less than one year of age. Of
the 382 infant deaths to Massachusetts residents, 370 were linked to a Massachusetts
birth certificate. The following data are data from the linked birth-death file:

285 neonatal deaths

0 201 (70.5%) from conditions originating in the perinatal period'>
38 (13.3%) from congenital malformations'>?

4 (1.4%) from infectious and parasitic diseases

4 (1.4%) from SIDS

3 (1.1%) from diseases of the nervous system and ear

35 (12.3%) from other causes

5 post-neonatal deaths

18 (21.2%) from SIDS

17 (20.0%) from congenital malformations'**

11 (12.9%) from conditions originating in the perinatal period
4 (4.7%) from unintentional injuries

3 (3.5%) from diseases of the nervous system and ear

© 0 000O0
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3 (3.5%) from disease of the digestive system

2 (2.4%) from diseases of the blood and blood forming organs
2 (2.4%) from cancer

25 (29.4%) from other causes

O 00O

The incidence of Sudden Infant Death Syndrome (SIDS) dropped from 83 in 1990
to 22 in 2008. The substantial decline after 1990 was consistent with trends reported
nationally, following the aggressive public education efforts regarding infant sleeping
position.

Although Massachusetts has performed well in several perinatal health indicators,
there are concerns about the provision of obstetrical care including the percentage of
VLBW infants born in level III hospitals. Massachusetts has gone from 85.8% of VLBW
infants born in level III hospitals in 2005 to 88.6% of VLBW infants born in level III
hospitals in 2007."*° Although these trends show some improvement, they are falling
below the HP2010 objective of 90% VLBW infants to be born in level III hospitals.

Policy Perspective

The Massachusetts Title V agency wrote a chapter on “Natality and Early
Childhood” for the recently released 2009 Health of Massachusetts Report published by
the MDPH. *® Included in the chapter was a policy perspective on findings written by Dr.
Milton Kotelchuck from the Boston University School of Public Health. He concluded
that the reproductive and infant health status in Massachusetts overall is very positive,
especially compared to U.S. national rates. However, there is still much room to improve
maternal and child health in the Commonwealth. Dr. Kotelchuck highlighted seven
noteworthy trends:

e Massachusetts births, like the rest of the United States, are growing more
diverse, both in terms of racial/cultural ancestry and maternal age
distribution

¢ Disparities in reproductive outcomes remain glaring and reflect the larger
world of racial and economic inequities. As such, the life course
perspective remains a critical model for ameliorative efforts, shifting the
paradigm of care away from pregnancy as an isolated event onto the
complex interplay of biological, behavioral, psychological, and social
factors across the lifespan that impact health and birth outcomes

e The rapidly rising rates of gestational diabetes likely reflect, and in part
are the pre-cursors of, the current obesity and diabetes epidemics in the
U.S

e High levels of clinical technology are associated with births in
Massachusetts with rates of cesarean section (33%) and Assisted
Reproductive Technologies among the highest in the nation

e Too many births (42.7%) in Massachusetts are unplanned, and 32.2% are
not desired at the time of conception or at all (PRAMS, 2007-2008).
Hispanic populations have extremely high teen pregnancy rates, and
almost all teen pregnancies are unplanned
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e The Massachusetts stillbirth rates are now higher than the State’s neonatal
and infant mortality rates, suggesting greater attention must focus on the
causes of early fetal losses and miscarriages

e Massachusetts provides extensive comprehensive reproductive and early
childhood services with Early Intervention utilized by nearly 15% of
Massachusetts children aged 0-3 years. Negative birth trends will increase
pressure to further expand EI services in upcoming years

3B.4 Stakeholder Involvement to Enhance Qualitative Analysis

Stakeholders were engaged throughout the needs assessment process to provide 1)
qualitative data on the needs of women, mothers and their infants, and 2) feedback on the
data trends and analysis to help direct further areas for exploration. For the women,
mothers, and infant population the qualitative data was gathered via statewide focus
groups with pregnant women and/or mothers. Feedback on the data trends, analysis, as
well as qualitative data was compiled from key informant interviews with external
experts in the field of maternal and infant health as well as internal staff at the
Department of Public Health. Overall the data aggregated from the focus groups and
feedback gathered from external experts and Department staff and reinforced the need to
focus on:

e Mental health

e Preconception care/Life course perspective

¢ Racial and ethnic disparities

e Prenatal and postpartum screenings for physical and behavioral risks as
well as external stressors

e Service expansion; increase access to and continuity of care for women of
childbearing age

Focus Groups

In the process of conducting a series of statewide focus groups, participants were
presented with a set of questions focused on the following topic areas:
e Lifestyle/behaviors during pregnancy
e Mental health
e Breastfeeding
e Relationship with provider/healthcare system
e Use of/need for services and programs to support new (and expecting
moms)

Directly correlating with the state priorities for women, mothers, and their
families, the qualitative data collected from the focus groups revealed the following
themes as areas of high need and/or concern for Massachusetts mothers:

e Provider Contact — women wanted providers to be more engaged, provide
clear explanations, and participate in active listening
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e Continuity of Care and Access to Services- Women desired better
services, including home visiting or medical appointments prior to 6 week
postpartum check —up

e Mental Health — Participants revealed that mental health (such as
postpartum depression or stress related to institutionalized racism) was a
highly prevalent theme and many participants expressed feelings of
isolation, depression, or fear compounded by the stigma associated with
these feelings

e Breastfeeding — participants felt pressure to breastfeed and while many
wanted to engage in breastfeeding, intense pressure from hospital staff,
feelings of self consciousness and uncertainty, and lack of family support
stifled attempts to start or maintain breastfeeding. Women with family
support were more likely to engage in and continue breastfeeding

Key Informant Interviews

During 2009-2010, MDPH conducted a number of internal key informant
interviews within MDPH, as well as external interviews with experts and stakeholders in
the community, to inform the Needs Assessment and support decision making. These key
informant interviews contributed valuable information to the needs assessment. Both the
data and input from stakeholders provided the necessary information to determine
Massachusetts' strengths and capacity to address identified needs. Although the following
summaries of both internal and external interviews are by no means exhaustive, they
highlight the common themes and areas of concern around the state.

Overall, major priorities and issues raised in internal and external interviews in
regards to setting priorities for women and infants for the next five years were:

e Medical home model
e Prenatal and postpartum screening, particularly for mental health,
substance abuse (including tobacco), domestic violence, and HIV
Life course/ Preconception care
Racial and ethnic disparities in birth outcomes including infant mortality
Maternal mental health; depression
Obesity
Gestational Diabetes
Oral health (maternal and infant)
Breastfeeding
SIDS/Shaken Baby
Increased access to home visiting services for women of childbearing age
and their families
e Increased access to health care services including dissemination of
existing resources and educational information
e Increased training for health care professionals particularly around topic
areas such as (but not limited to) infant and early childhood mental health,
maternal mental health, domestic violence, and oral health
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e Integrated and comprehensive approach to data collection and data
sharing in order to avoid duplication of services, and to provide clear and
consistent information
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3C. Children and Adolescents

3C.1 Child and Family Demographics

Overview

Among the 6,469,770 residents of Massachusetts in 2008, roughly 32.4%, or 2,096,205,
were chlildren and youth aged less than 24 years. The population breakdowns by age were as
follows™:

e <5years: 383,568 (5.9%)
e 5-9years: 384,444 (5.9%)
e 10-14 years: 399,518 (6.2%)
e 15-19years: 460,398 (7.1%)
o 20-24 years: 464,984 (7.2%)

Massachusetts is a comparatively wealthy state, and the majority of children have the
opportunity to attend a well-funded school, grow up in a healthy built environment, and live
free from stress about food and housing security. The 2008 inflation-adjusted estimate for the
median family income in Massachusetts was $64,684, comfortably above the national figure of
$52,175. Only three states (New Jersey, Connecticut, and Maryland) ranked higher than
Massachusetts on this scale.?

Family socioeconomic status (SES), including income, education level, and number of
parents in the home, is positively correlated with indicators of child well-being. Massachusetts
has one of the highest SES levels in the nation. In 2009, Massachusetts was the 5th best state in
a composite ranking of child well-being based on ten key indicators of child health, education,
poverty, and family demographics.®

Some other key demographic indicators for Massachusetts include:

e In 2008, 88.7% of Massachusetts residents had completed high school
compared with the national average of only 85.0%*

e In 2008, 38.1% of Massachusetts residents had earned their bachelor’s
degree or higher compared with the national average of only 27.7%°

e In 2008, 12% of Massachusetts children aged 0-18 years lived in poverty,
which was lower than the national average of 18.2%°

e A child born in 2006 in Massachusetts has a life expectancy of 80.2 years,
as compared to 78.1 for the nation as a whole’

e In 2007, 73.3% of Massachusetts children lived in two-parent (biological or
adoptive) households; 5.3% in two-parent (at least one step-parent)
households; 16.9% in mother only (no father present) households; and 4.5%
in households with other family structures®

e The proportion of Massachusetts children living in two-parent (biological or
adoptive) households varied by race/ethnicity: 82.8% among white, non-
Hispanics, significantly higher than among Hispanics (44.9%), black, non-
Hispanics (28.7%), and multi-racial children (58.2%)°
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Race, Ethnicity and Language

Population growth in Massachusetts over the last decade has been largely due to the
immigration of minority racial and ethnic populations, and this influx means that immigrants
and minorities represent an increasing proportion of the child and youth population. These new
populations reside primarily in urban areas. Massachusetts, and Boston specifically, is one of
the most ethnically diverse areas in the nation with more than 100 ethnicities represented in its
neighborhoods and 140 languages spoken in its homes.™ In 2008, the racial and ethnic
distribution of the Massachusetts population aged 0-24 years was:

o 73.8% White, non-Hispanic
o 12.3% Hispanic

e 8.0% Black, non-Hispanic
e 56% Asian/Pacific Islander
e 0.3% American Indian

Racial and ethnic distributions of the 2008 Massachusetts child and youth population
by age group are shown in Figure 3C-1. During 2005-2007, 5% of Massachusetts children aged
0-18 yelaltrs were foreign born, and 24% of children lived with at least one foreign-born
parent.

Race/Ethnicity of Youth and Young Adults, by Age Group — Massachusetts, 2008

Age

0-9yrs  10-14yrs 15-19yrs  20-24 yrs Total Percent

White, non-Hispanic 543,928 300,666 348,677 350,722 1,543,993 73.8%

Black, non-Hispanic 64,206 30,706 36,541 36,298 167,751 8.0%

Hispanic 110,186 46,896 51,129 49,271 257,482 12.3%

Asian/Pacific-Islander, 47,575 20,284 22,726 27,295 117,880 5.6%

non-Hispanic

American Indian, non- 2,117 966 1,325 1,398 5,806 0.3%
Hispanic

Total 768,012 399,518 460,398 464,984 2,092,912 100.0%

Data source: National Center for Health Statistics. Bridged Estimates for the United States resident population for 2008
by age, sex, race, and Hispanic origin, prepared under a collaborative arrangement with the U.S. Census Bureau.
Available on the Internet from the Missouri Census Data Center at the following website:
http://mcdc.missouri.edu/websas/estimates_by_age.shtml. Accessed March 16, 2010.

Figure 3C-1

The range of languages spoken in Massachusetts reflects the diversity of the
population.

e 1In 2008, 21.0% of Massachusetts residents spoke a language other than English
in their home, compared with the national average of 19.7%"

e In 2008, 15.6% of all Massachusetts public school students in grades
kindergarten through 12th grade had a primary language other than English.
This statistic is expected to continue to rise following the changing
demographic trends observed in the state*®

e Students for whom English was not their primary language most frequently
spoke Spanish, 55.1%, Portuguese, 8.0%, Khmer, 4.3%, Haitian Creole, 3.9%,
Vietnamese, 3.8%, Chinese, 3.6%, and Cape Verdean, 3.5%"
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Educational Attainment

During the 2009-2010 academic year, 957,053 students were enrolled in Massachusetts
public schools (Figure 3C-2). Among them, almost a third (32.9%) were from low income
families, 17% were receiving special education services, 15.6% had a first language other than
English, and 6.2% had limited English proficiency.

Total Public School Enrollment —Massachusetts, 2009-2010
Enrollment - 2009-10
Total Count 957,053

Race/Ethnicity (%)
African American or

Black 8.2%
Asian 5.3%
Hispanic or Latino 14.8%
Multi-race, Non-Hispanic 2.2%
Native American 0.3%
Native Hawaiian or

Pacific Islander 0.1%
White 69.1%
Gender (%)

Male 51.3%
Female 48.7%

Selected Populations (%)
Limited English

Proficiency 6.2%
Low-Income 32.9%
Special Education 17.0%
First Language Not

English 15.6%

Data source: Massachusetts State Report Card, Enrollment and Educator Data. Available at:
http://profiles.doe.mass.edu/staterc/enroliment.aspx?fyCode=2009

Figure 3C-2

Public school enrollment in Massachusetts has decreased by 24,000 students, or 2.5
percent, between 2003 and 2008.*> Even though the enrollment rate in public schools is on the
decline, charter school enrollment is rising. There were 28,010 students pre-enrolled in
Massachusetts charter schools during 2009-2010 and an additional 24,066 waitlisted.

While this new uptick is significant, it is not enough to fully explain the decline of public
school enrollment. Demographic shifts are primarily to blame for the overall decline in
enrollment.

Total non-public school enrollment for the 2009-2010 school year was 117,893. A
higher proportion of non-public school students were White, non-Hispanic (76.7%), compared
with public school enrollees (69.1%). Non-public school students are less likely than their
public school counterparts to have a first language other than English (4.9%) or limited English
proficiency (0.7%).
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Total Non-Public School Enroliment —Massachusetts, 2009-2010

Enrollment - 2009-10
Total Count 117.893

Race/Ethnicity (%)*
African American or

Black 7.8%
Asian 6.1%
Hispanic or Latino 5.3%
Multi-race 3.6%
Native American 0.1%
Native Hawaiian or

Pacific Islander 0.1%
White 76.7%
Gender (%)

Male 51.5%
Female 48.5%

Selected Populations (%)
Limited English

Proficiency 0.7%
Low-Income N/A
Special Education N/A
First Language Not

English 4.9%

Data source: Massachusetts Department of Elementary and Secondary Education
* Based on race/ethnicity data for 97,875 students.
N/A = data not available

Figure 3C-3

Massachusetts has a highly educated population, and children growing up in the state
are likely to graduate high school and attend college and beyond. The percentage of
Massachusetts residents who complete high school, complete bachelor’s degrees, and pursue
graduate degrees are all well above the national average. In 2008, 88.3% of Massachusetts
young adults aged 18-24 years had graduated from college compared with only 83.0%
nationally (Figure 3C-4). However, both of these statistics are below the Healthy People 2010
goal that 90% of young adults complete high school.

Percentage of Young Adults Aged 18-24 Years Who Have Completed High School —
Massachusetts and United States, 2008

Massachusetts U.S. HP2010 target
88.3% 83.0% 90%
Data source: US Census Bureau, American Community Survey 2008
Figure 3C-4

Among Massachusetts seniors graduating in 2009, 58% went to a 4-year college, 22%
went to a 2-year college, 10% joined the workforce, 3% attended other post-secondary
educational institutions, 1% and joined the military (Figure 3C-5).
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Plans of Massachusetts High School Students Graduating in 2007

2 year college,
22%

Other post-
secondary, 3%

4 year college,
58%
Work, 10%

Military, 1%

Unknown, 6%

Data source: DESE, Plans of High School Graduates: Class of 2007.

Figure 3C-5

The state’s focus on education is also apparent in the number of colleges and
universities available, which exceeds 100 in the state, and includes the expansive University of
Massachusetts (UMass) system. UMass is known for its high degree of academic excellence
and the myriad opportunities it provides youth in the state. UMass, and other institutions of
higher learning in the state, serve a racially and ethnically diverse student population. A study
completed by the Massachusetts Department of Higher Education cited that the University of
Massachusetts system as a whole has 22% of students who self-identify as something other
than “White/Non-Hispanic,” while 12.1% of state colleges and 28% of community colleges in
the state hold this statistic.*®

Massachusetts’ high personal incomes and high educational attainment contribute to
increased disparities compared to those without such advantages.

* In 2006, the median income for a Massachusetts resident with less than a high
school education was $21,795; increased to $30,908 with high school
completion; and increased further to $50,286 with a Bachelor’s Degree. One in
four Massachusetts residents aged 25 years or older with less than a high school
degree lived in poverty (21.2%) compared to one in ten (10.1%) with a high
school diploma®

e Educational attainment is strongly related to disability status. More than one in
four young adults with disabilities aged 18—-24 years did not graduate from high
school compared to 13% of their non-disabled peers*®

e Thirty-seven percent of adults without a high school education had disabilities,
compared to 15.8% of college graduates™

Poverty and Food Insecurity
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Similar to other states, disparities in income and education exist in Massachusetts. An
important consideration is that although incomes are above average in Massachusetts, the cost
of living and other expenses are correspondingly high.

e In 2007, the average per-capita income for the state of Massachusetts was
$48,995. Rural communities boasted a higher per-capita income of $53,749
while urban communities averaged $48,975%

e Approximately 6.2% of children in rural areas lived in poverty in 2007, while
roughly 10% of children in urban communities experienced poverty*

e In 2008, 12% of children aged 18 years and under lived in families with
incomes below the federal poverty level, as defined by the U.S. Office of
Management and Budget. In calendar year 2008, a family of two adults and two
children fell in the “poverty” category if their annual income fell below
$21,834%

e Massachusetts has the seventh highest renter-occupied housing costs, as well as
the fifth highest owner-occupied (mortgage) costs, both well above the national
average?®

Rising unemployment rates and the losses of homes and savings have increased the
population of Massachusetts residents facing food insecurity in recent years. Food insecurity in
Massachusetts is viewed as a public health problem that adversely affects health, growth, and
learning. According to Project Bread’s 2009 Status Report on Hunger:

e Food insecurity continues to rise in Massachusetts with 554,000 people
struggling to put food on the table

e During 2006-2008, 8.3% of Massachusetts households were food insecure, and
nearly half of these households experienced hunger®.This represents an
increase from 2003-2005 when 7.8% of households were food insecure

e 1In 2007, 12.3% of all children aged 18 years and under lived in food insecure
households®

Homeless Families

Homelessness is a major risk factor that can impede the healthy development of
children and youth in multiple domains. Homeless children and youth move frequently, have
inconsistent school attendance, and have disrupted ties to communities and extended
families.?® There are many factors that contribute to increases in homelessness including large
changes in the real estate market leading to the conversion of rental units into condominiums,
declining federal support for subsidized housing, inadequate increases in wages for working
families, and the increasing prevalence of domestic violence and its negative effect on all
aspects of physical and mental health.?’

During 2007, the Massachusetts Department of Transitional Assistance (DTA)
served over 4,400 families in the state shelter system. As early as April 2009,
the case load for “Emergency Assistance” to families was 2,704

e The recent economic crisis has resulted in increasing numbers of displaced
Massachusetts families that require housing in motel units as family shelters in
the state have reached capacity
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Massachusetts also suffers from families trapped between the gap in assistance and the
high cost of living in the state. The U.S. Department of Housing and Urban Development
estimates the average income for a family of three in Massachusetts is $78,200%° and to live
unsubsidized in Boston, a person with two children needs an annual income of over $58,000 to
attain a basic standard of living. * Families living with household incomes below $58,000
struggle against the high costs of food and transportation in addition to a chronic shortage of
low rent apartments. Many of these families have professional incomes well above the
threshold to receive emergency assistance **

*  Workers must earn an hourly wage of $22.65 to afford a two-bedroom
apartment in Massachusetts®
A worker earning minimum wage ($6.75) would have to work 134 hours a week
to afford a two-bedroom apartment in Boston*

As of July 2009, the Emergency Assistance program moved from DTA to the control of
the Department of Housing and Community Development (DHCD) Division of Housing
Stabilization. Given the dramatic increases in the number of homeless families, FY10 saw the
highest caseload of families accessing emergency assistance services to date, with an estimated
3,507 homeless families. Program eligibility requirements were decreased from 130% to 115%
of the federal poverty guideline, equating to a maximum annual income of $25,368 for a
family of four. Placement of families in emergency shelters and motels was afforded $91.6
million of the state budget for FY10. This number increased to $113.5 million in FY11 due to
the rising caseload.

The Massachusetts Commission to End Homelessness is a state commission comprised
of state, city and county officials. The 30 member Commission is devoted to resolving
homelessness by creating “a coordinated system to deliver support services that will lead to
permanent housing for homeless individuals and families.” The Commission is engaged in the
community and has four major priorities:

Level fund the First Stop Homelessness Prevention Collaborative
Preserve and protect Emergency Assistance for Homeless Families
Fund the Rental VVoucher Program

Emergency Aid to the Elderly, Disabled and Children Program

Lieutenant Governor Timothy Murray chairs the Interagency Council on Housing and
Homelessness (ICHH). The goal of the ICHH is to end homelessness in the Commonwealth by
2013 through implementation of a five year strategic plan developed by the Massachusetts
Commission to End Homelessness. The National Network to End Domestic Violence reports
that more than 60% of homeless women have experienced domestic violence and this aligns
with information from the Massachusetts Department of Transitional Assistance, which has
included a domestic violence unit since 1999. However, through the work of the Interagency
Council on Housing and Homelessness, there is increasing awareness by policy makers in
Massachusetts both that many homeless women are victims of domestic violence and that
domestic violence victims seeking shelter are also homeless. Our current systems often require
these women to “choose” the label of homeless or domestic violence victim. Through the
leadership of the ICHH, agencies have been directed to develop systems and protocols that are
responsive to both these issues in tandem.
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Another organization, the Massachusetts Coalition for the Homeless, founded in 1981,
is the country’s oldest homeless advocacy group. Their main contention is that ending the
socioeconomic problem of homelessness is possible and is “a moral imperative.” In fiscal year
2011, the Coalition has five major goals:**

e Adequately fund and protect key support programs for low-income families and
individuals

e Adequately fund emergency service programs for homeless families and
individuals and support key line item provisions

e Protect access to and funding for housing programs serving extremely low
income households

e Pass "An Act to Prevent Homelessness by Removing Barriers to Subsidized
Housing" (House Bill 1242)

e Pass No Place Like Home: "An Act to Prevent Homelessness Among
Recipients of Transitional Assistance™ (Senate Bill 43/House Bill 169)

3C.2 Pediatric Primary Care

Routine pediatric primary care visits allow developmental and other health problems to
be identified and treated early in a child’s life. Whether a problem is medical or behavioral, or
both, finding it early and treating it can greatly improve the child’s chances of reaching his or
her full potential for physical, mental, and social health and well-being. Primary care providers
are able to provide family-centered, comprehensive, coordinated care, and make appropriate
referrals to specialists when necessary.

Medical Home

A medical home is defined by the American Academy of Pediatrics (AAP) as a system
of care that is accessible, continuous, comprehensive, family-centered, coordinated,
compassionate, and culturally effective. It is an approach to providing health care services
where families and physicians work together to identify and access all of the medical and non-
medical services needed to help children and their families reach their maximum health
potential. The medical home is also where families are recognized as the principal caregivers
and the center of strength and support for their children. The Massachusetts Medical Society,
the Massachusetts Chapter of the AAP, and the Massachusetts Academy of Family Physicians
have formally endorsed the principles of the Medical Home Policy Statements of the AAP.

e According to data from the Massachusetts Head Start Program, 99.3% of enrolled

children had continuous accessible health care at the end of the enroliment year™®

e According to data from the 2007 National Survey of Children’s Health, 66.2% of

Massachusetts children aged <18 years received care within a medical home
(compared with 57.5% nationally). Please see section 3D for information on
medical home for children with special health care needs.

In June 2009, Secretary Judyann Bigby, of the Massachusetts Executive Office of
Health and Human Services (EOHHS) invited a large group of consumer, physician, nurse
practitioner, hospital, insurer, state agency and other interested stakeholder representatives to
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form the Council of the Massachusetts Patient-Centered Medical Home Initiative (PCMHI).
The purpose of the PCMHI was defined as “to sustain health reform in Massachusetts and
assure a high-performing health system” through a cooperative effort “to assure access to high
quality, enhanced primary care.”

The Massachusetts Title V agency joins EOHHS in its recognition the critical
importance of the medical home in ensuring access to coordinated, high quality medical care
for Massachusetts children and families, and as such has identified increasing medical home

for all children in Massachusetts as a priority for the next 5 years.

EPSDT

Early Periodic Screening, Diagnosis, and Treatment (EPSDT) Program is the child
health component of Medicaid. It is required in every state, including Massachusetts, and is
designed to improve the health of low-income children, by financing appropriate and necessary
pediatric services. During October 1, 2008-September 30, 2009, there were 593,187 total
individuals eligible for EPSDT in Massachusetts, or 36% of the state’s population under 20
years of age. Data on screenings and services received are presented below.

Massachusetts EPSDT Participant data, October 1, 2008 to September 30, 2009

Age group (yrs)

Total <lyr 1-2yrs 35 6-9 10-14  15-18  19-20
Individuals eligible 593,187 41,444 75,389 90,982 106,132 121,881 105,353 52,006
for EPSDT
Expected # of 610,876 106,599 123,026 74,675 87,248 99,336 83,862 36,131
screenings
Total screens 629,134 144977 178,291 77,557 71,397 79,000 60,339 17,573
received
Eligibles who 489,084 41,444 75389 74,675 87,248 99,336 83,862 36,131
should receive at
least 1 initial or
periodic screen
Eligibles receiving 332,689 32,045 59,439 59,126 58,064 64,541 46,899 12,575
at least 1 initial or
periodic screen
Eligibles referred 300,752 22,269 49,831 52,150 54,152 56,009 44,114 22,227
for corrective
treatment
Eligibles receiving 279,741 1,087 14,810 49,821 67,460 73,690 55,335 17,538
any dental services
Eligibles receiving 252,937 310 11,436 47,099 64,307 67,954 47,756 14,075
preventive dental
services
Eligibles receiving 150,438 33 1,976 18,004 37,274 45,681 36,521 10,949
treatment dental
services
Eligibles enrolled 337,798 17,854 34,544 56,498 69,795 77,942 61,267 19,898
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in managed care

Total # screening
blood lead tests

139,186 3,124

61,050

75,012

Data source: Massachusetts Division of Medical Assistance (state Medicaid agency), Medicaid Management Information
System. Form CMS-416: Annual EPSDT Participation Report for period October 1, 2008 to September 30, 2009

Figure 3C-6

Massachusetts has included Bright Futures as a reference for the delivery of

comprehensive care in Medicaid, public health programs, and school-based health centers.

Massachusetts has also developed a Child Health Diary to send to families with newborns.

Community Health Centers

During 2008, over 173,000 perinatal and pediatric patients were served by
Massachusetts” 52 Community Health Centers (CHC). Data for the CHC perinatal/pediatric
patient population are presented below, by payor source and race:

Pediatric/Adolescent patients (age group)

Perinatal 0-12 months 1-11 years 12-18 years
patients N (%) N (%) N (%)
N (%)
Total 15,393 11,840 86,006 60,004
Payor
Medicaid/MassHealth 8,634 (56.1) 9,560 (80.7) 61,086 (71.0) 36,342 (60.6)
Medicare 136 (0.9) 15 (0.1) 41 (<0.1) 90 (0.1)
Private insurance 1,961 (12.7) 1,367 (11.5) 16,560 (19.3) 14,995 (25.0)
Health Safety Net 2,255 (14.6) 178 (1.5) 1,792 (2.1) 1,695 (2.8)
Self Pay 169 (1.1) 520 (4.4) 3,060 (3.6) 2,744 (4.6)
Children’s Medical Security Plan 1(<0.1) 163 (1.4) 2,376 (2.8) 3,193 (5.3)
Healthy Start 1983 (12.9) 1(<0.1) 0 (0%) 26 (<0.1)
Other 254 (1.7) 36 (0.3) 1,091 (1.3) 919 (1.5)
Race/ethnicity
White, non-Hispanic 3,340 (21.7) 2,703 (22.8) 18,228 (21.2) 13,722 (22.9)
Black, non-Hispanic 2,286 (14.9) 2,126 (18.0) 18,512 (21.5) 13,590 (22.6)
Hispanic 5,408 (35.1) 4,043 (34.1) 30,637 (35.6) 21,223 (35.4)
Asian 1,148 (7.5) 1,183 (10.0) 6,689 (7.8) 4,347 (7.2)
Native American 17 (0.1) 31(0.3) 211 (0.2) 118 (0.2)
Multi-race 773 (5.0) 632 (5.3) 4,426 (5.1) 2,280 (3.8)
Unknown 2,421 (15.7) 1,122 (9.5) 7,483 (8.7) 4,724 (7.9)
Data Source: Annual Community Health Center Report, Division of Primary Care and Health Access, MDPH
Figure 3C-7
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Children’s Medical Security Plan (CMSP)

CMSP is a basic health insurance plan run by MassHealth, the state Medicaid program,
that provides an array of basic health services for Massachusetts children and teens aged <19
years who are uninsured for basic medical and dental services, and are not eligible for
Medicaid. Eligibility does not depend on income or immigration status. CMSP covers
preventive and non-preventive outpatient care, dental services, family planning, and
prescription drugs and medical equipment. It does not cover hospitalization. There are
currently 14,964 children receiving services through CMSP, with 434 children in Boston, 314
in Lynn, 259 in Chelsea, and 200 in Framingham. Worcester, Everett, Cape and the Islands,
Somerville, Waltham, Brockton, New Bedford, Malden, Lawrence and Revere also have high
numbers (more than 100) of children on CMSP.*® This mirrors communities with high
numbers of undocumented persons (See Vulnerable Populations Domain for a further
discussion of this population).

Head Start

Head Start and Early Head Start are programs of the United States Department of
Health and Human Services that provide comprehensive education, health, nutrition, and
parent involvement services to low-income children and their families, including pregnant
women. Head Start/EHS offer center-based, family child care and home visiting options on a
part-day, part-year or full-time basis. Head Start/EHS comprehensive services support
children’s physical, social-emotional, nutritional and dental health. In Massachusetts,
according to 2008-2009 Head Start Program data, there were 29 Head Start programs and 12
Early Head Start programs, with a total cumulative enroliment of 15,662.

Massachusetts Head Start Program Total Cumulative Enrollment

N %
Total cumulative enrollment 15,662 100
Children 15,546 99.3
Head Start children 14,304 92.0
Early Head Start children 1,242 8.0
Preschool children (aged 3-5 years) 14,304 92.0
Infants and toddlers (aged 0-1 years) 1,242 8.0
Pregnant women (EHS programs) 116 0.7

Data source: 2008-2008 Head Start Program Information Report (PIR), Health Services Report — State Level, August 30, 2010
Figure 3C-8

Among children enrolled in Head Start, 99.2% had health insurance at the end of the
enrollment year.

Health Insurance Status of Massachusetts Head Start Children

N %
Children with health insurance (at end of enrollment year) 15,419 99.2
Medicaid (at end of enrollment year) 7,853 50.5
CHIP (at end of enrollment year) 809 5.2
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Combined CHIP/Medicaid (at end of enrollment year) 5,004 32.2
State funded insurance (at end of enrollment year) 438 2.8
Private health insurance (at end of enrollment year) 1,378 8.9
Other health insurance (at end of enrollment year) 16 0.1
Children without health insurance (at end of enrollment year) 127 0.8

Data source: 2008-2008 Head Start Program Information Report (PIR), Health Services Report — State Level, August 30, 2010
Figure 3C-9

More than 95% of Massachusetts Head Start enrolled in 2008-2009 had completed all
recommended medical screenings. Just under 20% of these children were diagnosed as needing
medical treatment, and among them, 96.8* received or are receiving medical treatment for
these diagnosed conditions.

Medical Services Reported for Massachusetts Head Start Children

N %

Completed all medical screenings 14,867 95.6
Diagnosed as needing medical treatment 2,815 18.9
Received or are receiving medical treatment 2,726 96.8

Anemia 310 2.0
Asthma 1,816 11.7
Hearing difficulties 342 2.2
Overweight 2,164 13.9
Vision problems 470 3.0
High lead levels 45 0.3
Diabetes 4 0.03

Data source: 2008-2008 Head Start Program Information Report (PIR), Health Services Report — State Level, August 30, 2010
Figure 3C-10

For information on oral health service for Head Start children, please see section 3C.17:
Oral Health below.

3C.3 Massachusetts Framework for Adolescent Health

Massachusetts has revised its strategic vision for youth with the current vision focused
on five goals centered on the availability of resources to support youth development both
mentally and physically. A Shared Vision for Massachusetts Youth and Young Adults 2008, a
report that presents data on a variety of health indicators for youth and young adults in the
Commonwealth, updated and replaced the previous 2003 version with current research and
knowledge. The full report is available online at http://www.mass.gov/Eeohhs2/docs/dph/com
health/shared_vision_report.pdf. A Shared Vision was created through an interdepartmental
collaboration with the Governor’s Adolescent Health Council and the Massachusetts
Department of Public Health, with support from the Office of Youth Development within the
Executive Office of Health and Human Services.

A Shared Vision contains within it an agenda for adolescent health based on five
articulated goals:

1. All youth have access to resources to promote optimal physical and mental
health.
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2. All youth have nurturing relationships with adults and positive relationships
with peers.

All youth have access to safe places for living, learning and working.

All youth have access to educational and economic opportunity.

All youth have access to structured activities and opportunity for community
service and civic participation.®’

o~ w

The goals stated above as well as the data described in A Shared Vision are derived
from various data sources such as the Massachusetts Youth Risk Behavior Survey (YRBS), the
Massachusetts Youth Health Survey (MYHS), and the National Survey for Children’s Health
(NSCH). These standardized sources were used to illuminate the larger state picture, and
YRBS and NSCH offered comparative data with the nation.

3C.4 Overview of Child and Adolescent Health Indicators in Massachusetts

Massachusetts children compare favorably to children throughout the nation on a
number of child health indicators. According to parent-report data from the 2007 NSCH:

e 86.3% of Massachusetts children aged 0-17 years enjoy excellent/very good
overall health status, significantly higher than the national statistic (84.4%)

e 79.5% of parents reported that the overall condition of their child’s (aged 1-17
years) teeth was excellent/very good, significantly higher than the national
finding (70.7%)

e 22.1% of Massachusetts children aged 4 months to 5 years were considered by
their parents to be at moderate or high risk of developmental or behavioral
problems (versus 26.5% nationally)

e 96.6% of Massachusetts children aged 0-17 years had a preventive medical visit
in the past year, significantly higher than the national statistic (88.5%)

e 66.6% of Massachusetts children aged 2-17 years with problems requiring
counseling received mental health care (versus 60.0% nationally)

e 56.1% of Massachusetts children lived in neighborhoods with a park, sidewalks,
a library and a community center (versus 48.2% nationally)

e 8.6% of Massachusetts children lived in neighborhoods with poorly kept or
dilapidated housing (versus 14.6% nationally)

MDPH has worked in conjunction with the University of Massachusetts Center for
Survey Research to develop a youth health questionnaire, the Massachusetts Youth Health
Survey (MYHS), which includes questions about risk factors such as drug, alcohol, and
tobacco use, general health issues, dieting and eating habits, mental health, and physical safety.
The purpose of the survey is to produce an accurate a picture as possible of the entire spectrum
of health related issues for Massachusetts’ public school children. Beginning in 2007, MDPH
has collaborated with the Department of Elementary and Secondary Education (DESE) to
jointly administer the MYHS with the Youth Risk Behavior Survey. The MYHS is
administered to middle and high school youth, and the YRBS is administered to high school
youth. Key findings from these surveys are presented in the sections that follow.
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3C.5 Child and Adolescent Deaths

Fortunately, death is a rare event among children and youth. Massachusetts children
and youth have lower death rates in every age group than do youth nationally. However, while
still infrequent, injuries account for the largest proportion of deaths among Massachusetts
children and adolescents.

e Massachusetts has met the HP2010 goal for reducing death rates among youth
aged 10-14 years and has almost met the goal for youth aged 15-19 years
(Figure 3C-11).

Youth Death Rates*, by Age Group
Massachusetts, 2007, United States, 2006, and Healthy People 2010 Targets

_Age Group Massachusetts, 2007 United States, 2006 HP2010
10-14 years 11.8 16.6 16.8
15-19 years 43.7 64.4 39.8
20-24 years 67.8 100.2 49.0

* Rates per 100,000 population per year.
Data source: Registry of Vital Records and Statistics, MDPH; CDC Wonder, and National Vital Statistics System, CDC.

Figure 3C-11

e In 2007 there were a total of 128 deaths among children aged 1-14 years and
505 among youth aged 15-24 years. Unintentional injuries were the leading
cause of death among children and youth, with 1.8 deaths per 100,000 children
aged 1-14 years (20 deaths) and 25.8 deaths per 100,000 youth aged 15-24 years
(234 deaths).*®

e The leading causes of death from injury among youth and young adults aged
15-24 years were motor vehicle crashes and other unintentional injuries,
suicide, homicide, and deaths of undetermined intent.*

e Cancer was the second leading cause of death among children aged 1-14 years
(18 deaths, 1.6 deaths per 100,000). Homicide was the second leading cause of
death among youth aged 15-24 years (73 deaths, 8.1 deaths per 100,000
population)40

Injury Deaths

Increasing the integration of injury prevention activities into MCH programs is a MCH
priority in Massachusetts. Injury deaths may be unintentional or intentional, such as suicide
and homicide. “Unintentional” injuries are often portrayed as “accidental,” but from a public
health perspective, they are preventable. Injuries can be caused by a range of mechanisms,
such as a motor vehicle crash, poisoning, drowning, firearm, and so on.

e In 2007 the rate of injury deaths among male children aged 1-14 years (16
deaths, 2.9 deaths per 100,000 population) was substantially higher than that of
females (4 deaths, rate not calculated due to small numbers). The disparity was
also observed among youth aged 15-24 years: the rate was 36.6 per 100,000
among males and 15.0 per 100,000 among females

e In 2007, 62% of all injury deaths were unintentional, 22.3% were homicide, and
12% were suicide. Unintentional injuries resulting in death for youth were
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predominantly due to auto accidents (leading cause of death among youth aged
15-24 years accounting for 57% of unintentional deaths and 37% of deaths
overall.)*

Among non-fatal unintentional injuries, falls were the leading cause of injury
for all age groups under 14 years*

Leading types of injury deaths, 2007:

Homicide was the leading cause of injury death among children aged 0-14 years
(n=19, representing 40% of the injury deaths in this age group). Unintentional
drowning was the second leading cause of injury death in the 0-14 year age
group (n=6, 13% of the total injury deaths in this age group)

Unintentional motor vehicle traffic crashes (including occupants, motorcyclists,
pedestrians, and bicyclists in traffic) were the leading cause of injury deaths
among youth aged 15-24 years (n=129, representing 35% of the injury deaths in
this age group)

Homicide was the second leading type of injury death among youth aged 15-24
years, accounting for 73 (20%) of the injury deaths in this age group. Ninety-
two percent (92%) of these deaths were among males and 78% involved a
firearm

Unintentional poisoning, including drug overdoses, was the third leading cause
of injury death among youth aged 15-24 years, accounting for 60 (16%) of the
total injury deaths in this age group

Suicide ranked as the fourth leading type of injury death in youth aged 15-24
years, accounting for 50 (14%) of the injury deaths in this age group. Eighty-six
percent (86%) of these deaths were among males

Analysis of 2003-2007 Massachusetts Vital Records death data indicates that the
average annual rates of death due to unintentional injury (Figure 3C-12) and motor vehicle-
related deaths (Figure 3C-13) vary by race and Hispanic ethnicity.
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Unintentional Injury Death Rates by Selected Race/Ethnicity and Age, 2003-
2007
30.0
25.0 24.2
22.4
20.0
17.7
00-14 years
15.0
W 15-24 years
10.0
5.9 65
5.0 4.1 35
25
0.0 T
White, NH Black, NH Asian, NH* Hispanic

*Rates based on numbers less than 20 are unstable.
Data source: Massachusetts Registry of Vital Records and Statistics, 2003-2007

Figure 3C-12

Motor Vehicle Related Death Rates, Residents 15-24 Years, by
Race/Ethnicity 2003-2007

15.2
15.0 1 12.0
10.0 A
4.5
5.0
B

White, NH Black, NH Asian, NH* Hispanic

16.2

B Average Annual Rate per
100,000 (15-24 years)

*Rates based on numbers less than 20 are unstable.
Data source: Massachusetts Registry of Vital Records and Statistics, 2003-2007

Figure 3C-13

As part of our particular focus on disparities, Massachusetts has selected a violence
prevention state outcome measure that evaluates the large gap between White, non-Hispanic
and Black, non-Hispanic homicide deaths. Youth and young adult males, especially Black,
non-Hispanic males, are disproportionately involved as victims of homicide. The trends seen
nationally are consistent with what is observed in the Commonwealth.** As seen in Figure 3C-
14, during 2005-2007 the homicide rates for Black non-Hispanics, Hispanics, and Asians aged
15-24 years were 25, 12, and 8 times that of White non-Hispanics in this age group,
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respectively. In 2007 the ratio of black, non-Hispanic to white, non-Hispanic homicide deaths
in Massachusetts was roughly 36 to 1.

Three-Year Average Annual Homicide Rates by Selected
Race/Ethnicity among Youth Aged 15-24 Years, 2005-2007

3 year total average annual rate per 100,000
White, NH 41 2.0
Black, NH 125 60.6
Asian, NH 7 4.8
Hispanic 49 17.3

Data source: MassCHIP Custom Report: Massachusetts Homicide Rates by Race/Ethnicity, 2005-2007
Figure 3C-14

Youth suicide disproportionately affects certain groups. Among high school students
who self-identified as gay, lesbian, or bisexual (sexual minority youth) in 2009, 41.8%
reported that during the past 12 months they had seriously considered suicide, 33.2% reported
that they had attempted suicide in the past year, and 13.2% required medical attention for an
attempted suicide. **

GLB youth risks compared to heterosexual youth, 2009

GLB Other
Reported Behaviors Students Students
Seriously considered attempting suicide 41.8% 8.6%
Attempted suicide in the past year 33.2% 3.5%
Required medical attention as a result of a suicide attempt 13.2% 1.1%

*All differences between GLB students and other students are statistically significant, p. < 0.05.
Data source: MYHS 2009

Figure 3C-15

Among high school students with disabilities, 22.8% reported that during the past 12
months they had seriously considered suicide and 11.3% actually attempted suicide (compared
with 4.5% and 1.7% of their counterparts without disabilities, respectively). For 4.5% of youth
with disabilities, the suicide attempt resulted in medical attention.*®
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Suicidal Ideation and Behaviors among MA High school Students, by

Sexual Minority and Disability Status, 2009
50 -
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Precent of students

Suicide attempt
Suicidal ideation Attempted suicide resulting in medical
care

B Sexual minority 418 33.1 13.2
[ Disability 22.8 11.3 45
B All students 10.2 4.8 1.7

Data source: MYHS 2009
Figure 3C-16

Cancer Incidence and Deaths

Within the Commonwealth, the median age at diagnosis with any type of cancer during
2002-2006 was 68 years for males and 67 years for females. However, certain cancers continue
to disproportionately affect children and youth. During 2005-2007, Massachusetts had 161
deaths among children aged 24 years and less due to cancer (ICD 10). The table below
illustrates the incidence rates during 2002-2006 for selected cancer types by age.
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Age-Specific Incidence Rates (per 100,000) and Median Age Group at Diagnosis for Selected
Cancer Sites, Massachusetts, 2002-2006 */

Age group at diagnosis (yrs)

Cancer Site / Type 0-4 5-9 10-14 15-19 20-24
All Sites 23.2 12.6 13.6 24.2 36.9
Brain & Other Nervous System 5.7 3.6 2.2 2.6 1.8
Bronchus & Lung 0.2 - - 0.2 0.2
Colon / Rectum -- - 0.1 0.4 0.5
Hodgkin Lymphoma 0.1 0.5 1.8 4.2 5.6
Kidney & Renal Pelvis 1.6 0.6 0.1 0.0 0.2
Leukemia 8.1 3.7 2.9 2.9 21
Liver & Intrahepatic Bile Ducts 0.8 0.1 0.0 0.0 0.1
Melanoma 0.1 0.2 05 18 50
Non-Hodgkin Lymphoma 04 11 16 2.2 24
Oral Cavity & Pharynx -- 0.1 0.3 0.8 0.8
Ovary 0.1 0.2 0.3 0.6 1.0

Data source: Massachusetts Cancer Registry, 2002-2006.
Figure 3C-17

3C.6 Immunization

Vaccines were among the greatest public health achievements of the 20" century.
Immunization prevents disability and death from infectious diseases for individuals and helps
control the spread of infections within communities. Massachusetts continues to be among the
leaders in the nation in immunization coverage of children aged 19-35 months based on the
National Immunization Survey administered by the CDC. Massachusetts was again the second
highest state for vaccine coverage in 2008 for the 4:3:1:3:3 series with 83.9% (x 5.5%); while
the national average is 78.2% (+1.1%).%

Massachusetts has met or exceeded the Healthy People 2010 goals for 7" graders for
coverage with hepatitis B vaccine (goal: 90%) and 2 or more doses of measles, mumps and
rubella (MMR) vaccine (goal: 90%)

Percentage of Students Entering 7™ Grade with Completed Immunization Series —

Massachusetts, 2005-2006
> 1L wlszellss, Hepatitis B Varicella Immunity to Tetanus and
No. of students mumps, and . hick icell diohtheri
entering 7 grade | rubella serlles . (c |c_en|c_Jox) r\l/_aT(lce a |t|)o theria
vaccination complete vaccination (chickenpox) ooster
82,144 99% 98% 43% 96% 84%

Data source: MDPH Immunization Program, 2005-2006

Figure 3C-18

The Advisory Committee on Immunization Practices (ACIP) recommends three newly
licensed vaccines for adolescents: meningococcal conjugate vaccine (MCV4; 1 dose); tetanus,
diphtheria, acellular pertussis (Tdap; 1 dose); and, for girls, quadrivalent human papillomavirus
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vaccine (HPV4; 3 doses).*® ACIP also recommends that adolescents receive recommended
vaccinations that were missed during childhood: measles, mumps, rubella vaccine (MMR; 2
doses); hepatitis B vaccine (HepB; 3 doses), and varicella vaccine (VAR; 2 doses). Data from
the 2008 National Immunization Survey — Teen indicate that vaccination coverage among
youth aged 13-17 years for MCV4 (55.9%) and HPV4 (53.3%) in Massachusetts was
significantly higher than in the United States overall (41.8% and 37.2%, respectively). The
coverage rate for Tdap was similar in Massachusetts (43.3%) and the United States (40.8%).
Massachusetts is one of only 9 states with coverage >50% for MCV4 and one of only 3 states
with coverage >50% for HPV4. Vaccination coverage in Massachusetts for the catch-up
vaccines MMR (99.5%), HepB (97.4%), and VAR (95.0%) was significantly higher than in the
United States overall (89.3%, 87.9% and 81.9%, respectively).

Despite being a leader in vaccination coverage and enjoying higher coverage rates than
most other states, Massachusetts continues to seek ways to improve coverage throughout the
Commonwealth, particularly among underserved populations. Though it did not emerge as a
top priority in the Needs Assessment process, improving vaccination efforts remains a strong
focus for the Title V agency and the state.

3C.7 Healthy Weight among Children and Adolescents

Nationally, and in Massachusetts, attention is being focused on obesity and risk factors
associated with being overweight. Many adverse health outcomes are associated with obesity
such as diabetes, heart disease and many other chronic diseases. To address the important
public health problem of obesity, MDPH launched its statewide Mass in Motion initiative in
January 2009. Mass in Motion aims to promote wellness and to prevent overweight and obesity
in Massachusetts — with a particular focus on the importance of healthy eating and physical
activity. Mass in Motion uses a multi-faceted approach, including:

e The release of a Call to Action that documents the extent of the obesity
epidemic in Massachusetts, its consequences, and efforts to combat it;

e Support for regulatory changes to promote healthy diet and exercise, including
Body Mass Index (BMI) screening of public school students in grades 1, 4, 7
and 10, and menu labeling for chain restaurants operating in Massachusetts.

e An Executive Order by Governor Patrick requiring state agencies responsible
for large-scale food purchasing (e.g., DPH and DMH hospitals) to follow
healthy nutritional guidelines in their food service operations. State purchases of
food by these agencies run into the tens of millions of dollars per year;

e Municipal Wellness grants to cities and towns to make wellness initiatives a
priority at the community level. Funding for these grants comes from five major
health-funding foundations and other leading health organizations in the
Commonwealth;

e The expansion of a state-sponsored Workplace Wellness program to help
employers create work environments that encourage healthy behaviors and
reduce absenteeism and health insurance costs;

e The launch of a state-sponsored Mass in Motion web site that promotes eating
better and moving more at home, work, and in the community.

As a key component of the Mass in Motion initiative, in April 2009, the Public Health
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Council unanimously approved a regulation requiring school systems to measure the height
and weight of public school students in grades 1, 4, 7 and 10 and use those figures to calculate
their Body Mass Index (BMI). School nurses are responsible for oversight of the screening,
including: parent notification, providing privacy during screening, training for any ancillary
staff assisting with screening, recording and the confidential reporting of individual results to
parents, and submitting aggregate data to MDPH. The BMI screening program is being phased
in across Massachusetts. The most recent data available are from 80 school districts in the
Essential School Health Services (ESHS) program collected during the 2008-2009 school year
on 109,674 students. This sample represents 38% of the 287,107 public school students in all
Massachusetts schools in grades 1, 4, 7, and 10. Findings include the following:

e Of the 109,674 public school students in grades 1, 4, 7 and 10 who were
screened in 2008-2009, 63.2% were in the healthy weight category, 16.9% were
overweight, and 17.3% were obese. Thus, 34.3% of students were either
overweight or obese. Of the male students, 35.9% were overweight or obese
compared to 32.5% of the female students screened. More males fell into the
obese or overweight category for each grade.

e There was substantial variation among the 80 ESHS Districts in the proportion
of their students who were overweight or obese, ranging from 9.6% in Arlington
to 46.6% in Lawrence.

e Similarly, there was also substantial variation among the ESHS Districts in the
proportion of their students in the healthy weight category for each of the 4
grades. For example, the percentage of 4th grade male students in the healthy
weight category ranged from 40.2% to 82.1%, with an average of 57.7%.

e There was substantial variation by grade and gender in the percentage of
students who were in the obese category. The lowest percentage of obesity was
among 10th grade females at 11.9 % compared to 16.0 % of 10th grade males.
The highest percentage of obesity was among 4th grade males at 21.6%
compared to 18.0% for 4th grade females.

e There were no major differences by gender or grade in the percentage of
students who fell into the overweight category.

e The percentage of students who were either overweight or obese did not differ
substantially by grade: for grade 1, 31.9% fell into these two categories,
compared to 37.6% for grade 4, 35.6% for grade 7 and 30.5% for grade 10.

e The overall percentage of students who fell into the underweight category was
low, 2.5 %, and did not vary as dramatically among the 80 ESHS districts. The
range of percentage of underweight students varied from 1 % to 5.5%.

Massachusetts uses data from other sources, including the Pediatric Nutrition
Surveillance System, National Survey of Children’s Health, Youth Risk Behavior Survey and
Youth Health survey to monitor the weight status of children and youth in the Commonwealth.
Relevant findings from those sources appear below.

e According to the 2008 Pediatric Nutrition Surveillance System (PedNSS),
which assesses weight status of children from low-income families participating
in WIC, of children aged <5 years, 14.7% were obese®*
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e More than a third of children aged 2-5 years participating in the Massachusetts
WIC program are either overweight (85th-<95th percentile, 16.8%) or obese
(>95™ percentile, 16.7%)>

Prevalence of Obesity among Children Aged <5 Years,
by Race and Ethnicity

EState

10 1 ONation
5
0 -

White | Black |Hispani| Americ| Asian |Multiple] Total
State | 13.2 13.7 184 | 123 8.9 N/A 14.7
Nation| 11.8 12.2 16.6 18.6 10.8 12.8 13.9

Percentage

Data source: Pediatric Nutrition Surveillance System 2008
Figure 3C-19

e According to parent-report data from the 2007 NSCH:

0 Approximately 199,115 of 663,077 Massachusetts children aged 10-17

years (30.0%) were considered overweight or obese > >

0 The prevalence rate of overweight and obesity was more than 40% for
Massachusetts children aged 10-17 years who were poor (44.8%), on public
health insurance (42.6%), or Hispanic (45.2%). The Massachusetts Hispanic
prevalence rate was surpassed by only four other states™

0 Massachusetts children aged 10-17 years were less likely than their
counterparts nationwide to be physically active for at least 4 days per week,
but they were also less likely to spend 2 hours or more in front of a
television or computer screen®

e According to self-report student data from the 2009 YRBS and 2009 MYHS:

0 Over 14% of high school students in Massachusetts were overweight (85-
<95th percentile) and 10.9% were obese (>95tw percentile). Black (18.1%)
and Hispanic (15.3%) high school students were more likely to be obese
than their White (9.2%) counterparts>’
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High School Students Who Are Overweight or At Risk for

Overweight, 2001-2009

25.0 7
20.0 4
15.0 1
il In 1N N1
5.0 1
0.0 1
2001 2003 2005 2007 2009
B Obese 10.0 9.9 11.2 11.1 10.9
OOverweight 15.0 13.8 156 14.6 14.3

Data source: YRBS 2001-2009

Figure 3C-20
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0 41% of high school students did not attend physical education during an
average school week, and 82% did not have daily physical education®®

0 In 2009, only 14% of high school students consumed the recommended 5 or
more fruits and vegetables per day; 13% drank 3 or more glasses of milk per

day; and just over one-third (36%) ate breakfast every day>®
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Dietary Behaviors of High School Students, 2001- 2009
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| "Not asked in 2001

Data source: YRBS 2009
Figure 3C-21

0 30% of high school students watched three or more hours of television on
school days, despite the CDC recommendation that youth get no more than
2 hours of non-school media time per day. Over half of high school students
who identified as Black, non-Hispanic (51.6%) and 42.3% of those who
identified as Hispanic reported watching 3 or more hours of television on
school days, significantly higher than their White, non-Hispanic
counterparts (26.0%) %

0 In 2007, 11% of middle school students were overweight and 18% were at
risk for overweight.®*
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25 4

Percent of students

Middle School Students Who Were Overweight or At Risk
for Overweight, 2007

20

15 -

10 -

5 -

O T -

A'é:r’]“oi?'e 6th 7th 8th
B Overweight 11 13 11 10
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Data source: MYHS 2007
Figure 3C-22

o Among middle school students, 19% reported eating 3 or more servings of
vegetables the day before survey administration; 28% reported consuming 3
or more servings of fruit or 100% fruit juice; and 39% reported drinking at
least one glass of soda on the day before survey administration.®” Vegetable,

fruit and soda intake by grade is shown in Figure 3C-23.
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Dietary Behaviors of Middle School Students, 2009
W 6th grade O7th grade M 8th grade
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01 Ate 3+ servings of vegetables Ate 3+ servings of fruit Drank 1+ glasses of soda per day
B 6th grade 22.6 30.8 38.5
O7th grade 18.3 29.1 39.2
M 8th grade 16.0 239 39.9

Data source: MYHS 2009

Figure 3C-23

0 66% of high school students and 67% of middle school students did not
meet the recommended levels of physical activity (60 minutes per day) on at

least 5 days per week®®

In 2009, 58% of high school students attended physical education class in an
average week, a decrease from 68% in 2001. Over half (59%) of high school
students played on a sports team®*
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Data source: YRBS 2001-2009

Figure 3C-24

o0 In 2007, almost one in five (18%) middle school students reported using the

internet for three or more hours per day. The prevalence of three or more

hours per day of internet usage increased with grade from 14% in grade 6 to

22% in grade 8 (Figure 3C-25, question not asked on the 2009 MYHS).

Three or More Hours of Internet Usage Among

Middle School Students, 2007
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Data source: MYHS 2007

Figure 3C-25

Section 3C Children & Adolescents

129




11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

0 Nearly half (45%) of Massachusetts high school students in 2009 were
currently trying to lose weight. Females were more likely to report they
were trying to lose weight compared to males (60.0% vs. 30.7%)°°

Weight Perception and Weight Control Among High School Students, 2001-2009

Viewed themselves as
overweight

Trying to lose weight
ing g 2001
02005
Fasted to control 2009

weight

Vomited, used laxatives
to control weight

10 20 30 40 50
Vo_mlted, used Fasted to control Trying to lose Viewed themselves
laxatives to control . ’ .
. weight weight as overweight
weight
2001 6.1 13.7 46.9 33.4
2005 5.7 11 46.7 31.2
2009 4.8 8.2 45 28.8
Data Source: YRBS 2001-2009

Figure 3C-26

3C.8 Child and Adolescent Violence and Injury Risk Behaviors

Massachusetts continues to develop programs around reducing risk and injury in the
youth population by focusing on areas of preventable injury and the causes of injury.
Behaviorally, adolescence is the highest risk period, as youth have not fully matured into
adulthood. High risk behaviors contribute to high rates of injury. The leading causes of death
for youth and young adults are largely preventable. Adolescence is also a period of increased
violence and sexual activity. Many behaviors related to violence and sexual activities are
learned early or are the result of experiences starting at a young age.

The Massachusetts Department of Public Health has a strong focus on preventing
violence, bullying and suicide among adolescents. These three factors have come together in
several schools in the Commonwealth culminating in at least one recent highly publicized
death from suicide related to bullying.

According to data from the 2009 YRBS:

e 11% of high school youth had experienced dating violence ever in their
lifetimes (females 15%, males 8%)
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11% of high school youth had experienced unwanted sexual contact ever in

their lifetimes (females 16%, male 7%)
4% of high school youth had missed school on one or more of the past 30 days

because they felt they would be unsafe at school or on their way to or from

school (females 4%, males 4%) (Figure 3C-27)
19% of high school youth had been bullied at school in the past year (females
20%, males 19%) (Figure 3C-27)

7% of high school students reported that they had been threatened or injured

with a weapon at school in the past year (females 4%, males 10%) (Figure 3C-

27)

Violence-Related Experience at School Among High School
Students, 2001-2009
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Skipped school because | Bullied at school, past | Threatened/injured w/
felt unsafe, past month year”™ weapon at school, past
2001 8.1 N/A 8.2
J2005 4.0 240 5.4
2009 4.0 194 7.0

" Not asked in 2001
Data Source: YRBS

Figure 3C-27

4% of high school students reported that they had carried a weapon on school
property during the past month (females 2%, males 7%)

9% of high school students reported that they had been in a physical fight

during the past year (females 6%, males 12%)
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Violence-Related Behaviors at School Among High School
Students, 2001-2009
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Data source: YRBS 2001-2009

Figure 3C-28

e 14% of high school youth reported that they never or rarely wore a seatbelt
when riding in a car driven by someone else (females 11%, males 17%)

e 27% of high school students had ridden in a vehicle driven by someone who had
been drinking in the past month (females 27%, males 27%)

e 9% of high school students had driven a vehicle after drinking in the past month
(females 8%, males 10%)

e 17% of high school students had purposely injured themselves without wanting
to die in past year (such as cutting or burning themselves on purpose) (females
21%, males 13%)

e 7% of high school students had attempted suicide in the past year (females 7%,
males 7%)

e 5% of high school students had used glue, aerosol, paints, or sprays to get high
in the past month (females 5%, males 6%)

e 11% of high school students had witnessed violence in their families (females
12%, males 9%)°°

3C.9 Sexual Risk Behaviors

Early initiation of sexual activity can have negative consequences for youth and young
adults including teen pregnancy, sexually transmitted diseases, and related future health
consequences.®’ Overall, Massachusetts has had declining rates of teen pregnancy with a teen
pregnancy rate significantly lower than that of the nation (see Maternal and Infant section for
more information on teen pregnancy).
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According to the 2009 YRBS:
e 82% of Massachusetts high school students abstained from sexual intercourse
or, if sexually active, used a condom at last intercourse
e The majority (53.6%) of Massachusetts high school students reported never
having had sexual intercourse®

Sexual Behaviors of High School Students by Grade, 2009

Woth grade [J10th grade M11th grade M 12th grade

100 -
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Percent of Students

Lifetime sexual intercourse Four or ”TO“? partners in Condom at last intercourse
lifetime
[oth grade 29 6 64
[O10th grade 40 11 63
M 11th grade 53 14 60
W 12th grade 66 22 50

Data source: YRBS 2009
Figure 3C-29
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Figure 3C-30

Nevertheless, many high school youth in Massachusetts were still engaging in sexual
behaviors that put them at risk®:

Over one-third of Massachusetts students were currently sexually active
(34.6%), that is, they reported having had intercourse within the past three
months (females 36%, males 33%)

5% of high school students reported that they had sexual intercourse for the first
time before age 13 years (females 3%, males 8%). This represents a decrease
from 13% in 1993.

11% of high school students reported that they drank alcohol or used drugs
before they had sexual intercourse the last time (females 20%, males 28%).
The proportion of students who were currently sexually active increased with
grade level from 18.9% of 9" grade students to 52.2% of 12" grade students.
42% of Hispanic students and 38.4% of Black students were currently sexually
active versus 33.5% of White students and 25.5% of students of other races
Higher proportions of Hispanic and Black students reported sexual intercourse
before age 13 years, and four or more lifetime partners compared with White
students
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e 6% of high school students identified as gay, lesbian or bisexual, or reported
any lifetime same-sex sexual contact.

e 15.5% of female high school students reported that they had encountered sexual
contact against their will verses 7.2 % for male students”®

3C.10 Sexually Transmitted Infections

Compared to older adults, sexually active youth (aged 15-19 years) and young adults
(aged 20-24 years) are at higher risk for acquiring sexually transmitted infections (STIs). This
higher risk is due to a combination of behavioral, biological and cultural factors. In addition to
high-risk sexual behaviors, the higher prevalence of STIs among adolescents often reflects
multiple barriers to quality STI prevention services, including lack of insurance or other ability
to pay, lack of transportation, discomfort with facilities and services designed for adults, and
concerns about confidentiality.”*

e Approximately 12% of all high school students had ever been tested for HIV
infection and 12.1% had been tested for other sexually transmitted infections
such as genital herpes, chlamydia, syphilis, or genital warts™

e 2.4% of students reported having been told by a doctor or other health care
professional that they had a STD or were HIV positive™

e The majority of reported chlamydia infections and gonorrhea cases in
Massachusetts are in adolescents and young adults. In 2007, 67% of reported
chlamydia cases and 51% of reported gonorrhea cases were in youth and young
adults aged 15-24 years.™

e In 2007, the incidence of reported chlamydia infections in Massachusetts among
youth (aged 15-19 years) and young adults (aged 20-24 years) exceeded 1,000
per 100,000. These rates are significantly higher than the statewide rate of 260.6
per 100,000.7

e In 2007, the incidence of gonorrhea in Massachusetts was highest among young
adults (aged 20-24 years) followed by youth (aged 15-19 years). Compared to
the statewide incidence (43.0 per 100,000) of gonorrhea, the incidence was 3.2
times higher for adolescents and 4.2 times higher for young adults.”™

Furthermore, the number of reported chlamydia cases among youth aged 15-19 years
has been increasing in Massachusetts, from 3,823 cases (1,674 per 100,000) in 2005 to 4,386
(1,921 per 100,000) in 2009. Since chlamydia infection is often asymptomatic and diagnosis is
dependent on laboratory testing, increased screening for chlamydia infection is one cause of
increased reports of cases. Periodic screening is now recommended for all sexually active
young women and successful implementation of these screening recommendations leads to
increases in reported cases.

Substantial racial/ethnic differences in STI rates exist among adolescents and young
adults in Massachusetts. In 2006, among persons aged 15-24 years, when compared to Whites,
the rate of reported chlamydia infection was 15 times higher in Blacks and 10 times higher in
Hispanics and the rate of reported gonorrhea infection was 28 times higher for Blacks and 10
times higher for Hispanics. ’’ Possible explanations for these differences include
socioeconomic status, variability in access to and utilization of health care and screening,
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reporting differences, differences in sexual behavior, and varying risk of STDs among sexual
networks. "

A website called “Maria Talks” (http://www.mariatalks.com/) was launched in January
2009. It is hosted by the AIDS Action Committee (AAC) and developed with the DPH Family
Planning Program, Office of Adolescent Health and Youth Development, the STD Bureau, the
Division of Violence and Injury Prevention and other related MDPH programs. It offers
comprehensive, medically accurate information on ‘sex, birth control and things that matter,’
STl and STD, sexual violence, substance use, and GLBTQ information and programs. The
target population is adolescents with the goal of providing accurate health information and
referrals to family planning and related services. The website is linked to social networking
sites such as MySpace and a Statewide Sexual Health Hotline (877) MA-SEX-ED or (877)
627-3933 which uses a multi-language service line to meet the needs of callers. In the first 6
months of operation, there were over 4,300 visits to the website.

In FYQ9, 41.69% of female clients aged 15-17 years who had at least one visit to
Massachusetts School Based Health Centers (SBHCs) were identified to be at risk for
STD/pregnancy. Of those clients, 99.88% had a follow up plan (i.e., received risk reduction
counseling), as appropriate. SBHCs provided extensive health education on topics including
contraception, STIs, healthy sexual relationships, & reality-based implications of teen
parenting.

Community-based agencies and community health centers in the 6 Massachusetts
communities with the highest teen pregnancy rates (see section 3B for more information on
teen pregnancy in Massachusetts) are replicating science-based programs to prevent primary
teen pregnancy, sexually transmitted infections (STIs) including HIV/AIDS, and early sexual
activity among youth ages 10-19. These programs are funded and monitored by the MDPH
Office of Adolescent Health and Youth Development. The programs being replicated include
"Making Proud Choices" - an after-school culturally competent program model; "Teen
Outreach Program (TOP)" - a comprehensive service-learning program; "California Siblings
Program™ - an intensive case-management program targeting siblings of parenting teens;
"Focus on Kids" a community-based risk reduction program and an adaptation to the CAS-
Carrera adolescent pregnancy prevention model. These programs are culturally competent,
science-based, medically accurate, and are designed to prevent teen pregnancy and sexually
transmitted infections through comprehensive programming delivered through a public health
approach.

3C.11 HIVIAIDS

The proportion of Massachusetts youth and young adults aged 13-24 years diagnosed
and reported with HIV infection is lower (9%) than that of their national counterparts. "
Furthermore:

e During 2005-2007, 189 adolescents and young adults aged 13—-24 years and
2,023 adults aged 25 years and older were diagnosed with HIV infection in
Massachusetts

e On December 31, 2008, 423 (2%) persons living with HIV/AIDS were aged 13—
24 years. Among persons living with HIV/AIDS in Massachusetts, 1,663 (10%)
were diagnosed with HIV infection between ages 13 and 24 years®
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Significant racial/ethnic and gender disparities in HIV/AIDS diagnoses exist in
Massachusetts®

e Among persons aged 13-24 years diagnosed with HIV infection during 2005-
2007, 42% were black, non-Hispanic compared to 31% of persons diagnosed at
age 25 years or older (Figure 3C-31)

e Among persons aged 13-24 years living with HIVV/AIDS on December 31,
2008, 42% were Black, non-Hispanic compared to 31% of persons aged 25
years or older

e Among persons aged 13-24 years diagnosed with HIV infection during 2005-
2007, 63% were male compared to 74% of persons diagnosed at age 25 years or
older (Figure 3C-32)

e With age-adjusted prevalence rates of 1,620 and 1,412 cases per 100,000
population, Black (non-Hispanic) and Hispanic individuals are affected by
HIV/AIDS at levels 12 and 10 times that of White (non-Hispanic) individuals
(138 per 100,000)

e With age-adjusted prevalence rates of 2,063 and 2,055 cases per 100,000
population, Black (non-Hispanic) and Hispanic males are each affected by
HIV/AIDS at levels 9 times that of White (non-Hispanic) males (232 per
100,000)

e With age-adjusted prevalence rates of 1,248 and 851 cases per 100,000
population, Black (non-Hispanic) and Hispanic females are affected by
HIV/AIDS at levels 25 and 17 times that of White (non-Hispanic) females (49
per 100,000) #

Perinatal Exposure
e Among 330 persons living with HIV/AIDS who were exposed to HIV before
age 13 years, 255 (77%) are currently aged 13—-24 years old. Of these 255
individuals, 53% are male and 47% are female; 40% are black (non-Hispanic),
36% are Hispanic, and 24% are white (non-Hispanic)®
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Figure 3C-31
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HIV/AIDS-related risk behaviors as reported by Massachusetts students in the 2009 YRBS®*:

e In 2009, 1.9% of high school students reported ever having used a needle to
inject an illegal drug

e Among high school students reporting sexual intercourse in the past 3 months,
57.5% had used a condom at last sexual intercourse

e 13% of high school students reported having had four or more lifetime sexual
intercourse partners

e 24% of high school students who reported that they had sexual intercourse in
the past three months reported that they used alcohol or drugs the last time they
had sexual intercourse

3C.12 Tobacco Use

Cigarette smoking causes about 8,000 deaths in Massachusetts each year.® The earlier
the age at which people begin to smoke, the greater their likelihood of permanent lung damage
and the more likely they are to be heavily addicted.® In addition to being a serious health
threat, adolescent tobacco use is also associated with illicit drug use, alcohol use, and poor
school performance.®

Changes in tobacco regulations since the last Needs Assessment have curtailed tobacco
use in Massachusetts. Smoking in restaurant establishments and the use/sale of flavored
tobacco have been outlawed; however, the use of electronic cigarettes has been on the rise. A
Massachusetts Department of Public Health initiative to combat youth tobacco use
(http://www.makesmokinghistory.org) was started in 2005 and has shown great promise.®
Also, the Massachusetts Tobacco Control Program (MTCP) funds local programs to provide
retailer education, conduct compliance checks, and enforce the law prohibiting sales of tobacco
to persons aged less than 18 years. The MTCP’s success is demonstrated by the following
statistics:

e The compliance rate in 2009 was 92.2% in MTCP-funded communities. The
illegal sales rate was 7.8%.

e The compliance rate in 2009 was 82.9% in non-funded communities. The illegal
sales rate was 17.1%.
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Figure 3C-33

e Current cigarette smoking (past 30 day use) among high school students was
16.0% in 2009. Since reaching 35.7% in 1995, current smoking has declined by
55%

e The percentage of students who have ever tried smoking cigarettes (lifetime
use) among high school students was 43.3% in 2009. Since 1995, lifetime use of
cigarettes has decreased by almost 40%

e Frequent cigarette smoking (more than 20 of the last 30 days) among high
school students was 6.9% in 2009. Since 1995, frequent smoking has decreased
by 62%

e The percentage of high school students who smoked a whole cigarette before
age 13 years was 9.3% in 2009. Since 1995, the percentage has decreased by
over 60%°%°
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Cigarette Smoking Among Middle School Students,
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Figure 3C-36

Smokeless Tobacco Use

While Massachusetts smoking rates have declined, use of smokeless tobacco has been
increasing in the past decade. According to data from the YRBS from 1993-2009, there was a
significant decline in the use of smokeless tobacco from 1993 to 2003. However, it has been on
the rise in recent years from 4.1% in 2003 to 7.9% in 2009.
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3C.13 Alcohol and Drug Use

Massachusetts has had mixed success with drug and alcohol use compared with the
nation. The state has overall had lower rates of illicit drug use than other states. In contrast,
Massachusetts is among the top ten states for alcohol use among youth.” Massachusetts has
continued to have higher rates of alcohol use compared with other states even as the state has
managed to reduce rates over time. Binge drinking rates remain high as youth age into
adulthood. (See discussion of implications of alcohol use on pregnancy in Maternal Health
section). Alcohol use also correlates with other high risk behaviors and is a contributor to
motor vehicle accidents being the leading cause of death among adolescents.

The percentage of students who reported ever having at least one drink of
alcohol during their lives (lifetime use) has decreased from 81.2% in 2001 to
71.3% in 2009. The percentage of students who reported having their first
alcoholic drink, other than a few sips, before age 13 years has decreased during
this time from 27.9% to 17.2%. Figure 3C-38 below illustrates the decreasing
trend in alcohol use among high school students

In 2009, a significantly larger percentage of males reported having their first
drink of alcohol before age 13 years compared to females (19.9% vs. 14.3%).
In 2009, 43.6% of students reported having an alcoholic beverage in the
previous 30 days (current use). Less than one quarter (24.5%) of high school
students reported binge drinking (having five or more drinks of alcohol in a row
within a couple of hours) in the previous 30 days.*
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Alcohol Use Among High School Students, 2001-2009
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Figure 3C-38

e Among middle school students, lifetime alcohol use in 2009 jumped from 18%
in sixth grade to 43% in eighth grade (3C-39). Current use of alcohol increased
from 5% in sixth grade to 18% in eighth grade. Among middle school students
who had ever consumed alcohol, 17% had their first drink at age 8 years or
younger; 18% at age 9-10 years; 38% at age 11-12 years; and 25% at age 13-14
years (Figure 3C-40).
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Alcohol Use Among Middle School Students, 2009
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Figure 3C-39
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Figure 3C-40

e Marijuana use among high school students has remained steady from 2001-2009
(Figure 3C-41). Marijuana use among middle school students, as with alcohol,
increases with age and grade (Figure 3C-42).
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Marijuana Use Among MA High School
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Figure 3C-41
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Figure 3C-42
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Lifetime Use of Other Drugs by MA High School Students, 2001-2009

Cocaine

Methamphetamines

Steroids

Used a needle to
inject drugs

Offered, sold... at

school
00 10.0 200 30.0 40.0 50.0
Offered, Used a
sold... at | needleto Steroids Metha_mphe Cocaine
L. tamines
school |inject drugs

E2001 34.0 2.4 6.4 8.0 9.7
02005 30.0 1.9 45 5.6 9.1
2009 26.0 1.9 4.9 3.9 7.2

Percent of Students

Data source: YRBS 2001-2009

Figure 3C-43

Findings from analysis of the 2002 National Household Survey on Drug Abuse data
indicate that almost twice as many youth aged 12-17 years perceived higher risk from cigarette
use compared with marijuana use or binge drinking. Massachusetts rates of binge drinking and
marijuana use significantly exceed national rates, while cigarette smoking does not.*

3C.14 Clustering of Adolescent Risks

Strong relationships exist between various adolescent risk behaviors. For example,
compared to high school students who did not currently smoke cigarettes, current cigarette
smokers were®:
more than 5 times more likely to report current marijuana use
about 14 times more likely to report ever using cocaine
15 times more likely to report ever using crack
Almost 10 times more likely to have ever tried oxycontin without a prescription
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Data from the 2009 MYHS indicate that compared to non-drinkers, students who report
current alcohol use were more likely to report:
e Having attempted suicide in the past year (7.8% vs. 2.9%)
e Initiating a physical fight with someone (20.3% vs. 6.4%)
e Experiencing sexual contact against their will (11.0% vs. 4.6%)

3C.15 Relationships between Adolescent Strengths and Risks

Factors often identified otherwise as “strengths,” “assets,” or “resiliency factors,” such
as perceived adult support in and out of school, volunteer work, and other extra-curricular
activities, are associated with lower levels of risk behavior among youth. Data from the
Massachusetts YRBS provide data about strengths of Massachusetts youth (Figure 3C-44).
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Figure 3C-44

Having an adult family member to talk to about important things is one such asset.
According to the YRBS, from 2001 to 2009, there has been an increase in percentage of high
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school students reporting that they could talk to at least one teacher or adult in their school if
they had a problem (65% in 2001 vs. 71% in 2009) and an increase in students reporting that
there was at least one parent or adult family member they could talk to about important issues
(76% in 2001 vs. 83% in 2009).

3C.16 Mental Health

Infant and Early Childhood Mental Health

The Zero to Three infant mental health task force defines infant mental health as the
developing capacity of the child from birth to age 3 years to 1) experience, regulate, and
express emotions; 2) form close interpersonal relationships; and 3) explore the environment
and learn - all in the context of family, community, and cultural expectations for young
children. Infant and early childhood mental health is synonymous with healthy social and
emotional development.®

Multiple factors can influence infant and early childhood mental health including
maternal depression, maternal or family drug and alcohol use, including in utero exposure to
drugs, alcohol, and other adverse childhood experiences. Both prenatal and postpartum
exposure to drugs and alcohol can compromise cognitive development, learning, behavior and
psychopathology of the child

The social and emotional health of young children profoundly affects their general
development and ability to learn. Stressors in their environments and difficulties in
relationships with caregivers can increase the risk of developmental problems and lead to
maladaptive changes in brain structure and function.” Infants and young children are
especially vulnerable to “toxic stress,” that is, extreme stress absent the buffering effects of
consistent caregiver relationships. Toxic stress in early childhood can lead to long-term
negative effects on cognition, behavior, and health and mental health.*

Thrive in 5 is a city-wide program in Boston that brings together young children's
families, early care and education providers, health and human service providers, and the city
to work in new ways, across traditional sectors and systems, that will more effectively and
efficiently support the healthy development and school readiness of our children. A recent
Thrive in 5 research review estimated the incidence of children experiencing high levels of
toxic risk factors in four key areas: prenatal exposure to drugs or alcohol; a caregiver with
postpartum depression or mental health disorder; an open child protective case; or
exposure/witness to domestic violence.®” Using conservative assumptions, 26% of
Massachusetts children aged <5 years were estimated to have experienced one or more risk
factors and roughly 1 in 6 children (16%) experienced at least two of the four risks. More than
100,000 children from birth through age 18 years in Massachusetts do not receive the mental
health care they need. Fellitti et al. studied the correlation between adverse childhood
experiences (ACE) and self-reported adult health. They found high correlations between the
number of ACE and harmful health conditions or behaviors, including alcohol and drug abuse,
depression, smoking, poor health, and severe obesity.”

Healthy child development relies on responsive caregiving, characterized by emotional
availability and responsiveness.” '® Maternal depression seriously undermines these crucial
aspects of parenting. An impressive knowledge base clearly delineates the link between
maternal depression and a host of poor child health and developmental outcomes, including
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cognitive and language delays'®* '%, difficulties in emotional regulation and attachment ' *°*

105 “nsychopathology™®®, early onset of depression*”’, and behavioral and educational
problems. *® Older children are more likely to need special education, be held back in school,
or drop out of school. 1°

The mental health needs of infants, toddlers and preschoolers, however, are only be-
ginning to be addressed. This is due both to insufficient recognition that there is such a thing as
infant mental health™'® and also to the fact that many mental health problems in early
childhood do not become pressing until the child faces difficulties in school. But the case for
early intervention to address social and emotional problems in early childhood is compelling.
Prompt intervention to address social and emotional problems in the context of the child’s key
relationships and environments has been shown effective in reducing behavior problems and
referrals for special education (SPED).™! Furthermore, in 2009, 18% of children enrolled in
Massachusetts Head Start/Early Head Start programs received consultation from a mental
health professional.

Efforts to develop a systemic infant and early childhood mental health (IECMH)
approach in Massachusetts have been challenged by many of the barriers noted nationally.**?
These include administrative fragmentation, inconsistent or conflicting eligibility, repetitive
reporting requirements, lack of easy access to specialized services, and poor use of scarce
professional development resources.

These barriers are exacerbated by the fact that Massachusetts lacks a workforce that is
sufficiently trained in IECMH in any service sector, including primary care, behavioral health
(BH), IDEA Part C Early Intervention (El), Part B SPED, and child care. Among the 2,200
early education and care (EEC) centers and 11,000 Family Child Care homes statewide, mental
health consultants are embedded in only 16 of the large EEC centers statewide. Finally, only
one in five consultants in these centers have expertise in infant mental health, and even fewer
speak a language other than English.**

Children’s Behavioral Health Initiative (CBHI)

The Children’s Behavioral Health Initiative (CBHI) was designed to strengthen, expand
and integrate Massachusetts services into a comprehensive system of community-based,
culturally competent behavioral health (BH) and complementary services for all children with
behavioral needs, including children with serious emotional disturbance and their families.
CBHI includes initiatives to assure the delivery of Early Periodic Screening, Diagnosis and
Treatment (EPSDT) services and a coordinated system of community-based care for children
with BH needs. All state child serving agencies are involved with CBHI and the initiative is
committed to coordinating services and resources.

Specific goals of CBHI include 1) procuring program models that provide trauma-
sensitive environments and are focused on strengthening connections to family and
community; 2) embedding evidence-based clinical programs that are responsive to the complex
social, emotional, educational and psychological needs of children and families; 3) unifying
state agencies’ administrative and management structure to improve efficiency; 4) supporting
stronger integration and continuity of out-of-home behavioral health services with those that
are delivered in the home; 5) providing a fair rate of reimbursement for these services; and 6)
rewarding providers that consistently deliver positive outcomes. ***
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Despite increasing infant and early childhood mental health (IECMH) resources, much
of the Massachusetts system is built around the needs of school-age children and youth.
Relatively few mental health clinicians have been trained to manage young children, and
professional training continues to have limited IECMH content. For instance, while Boston’s
network of community health centers is extensive, with 25 serving different neighborhoods,
only 5 offer MH services to children aged <4 years.

The latest available screening data are from the second quarter of calendar year (CY)
2009, April 1 through June 30. Data are only available for providers who are part of the
Primary Care Clinician (PCC) Plan and for providers who bill MassHealth on a Fee-for-
Service (FFS) basis. Additionally, the rates of screening correlate with anecdotal reports from
Primary Care Clinicians (PCPs) that they are not satisfied with the current instruments
available for screening children under one years of age.

Behavioral Health Screening, by Age Group, January 1-June 30, 2009

Age Group Jan. 1 — Mar. 31, 2009 Apr. 1 -June 30, 2009
< 6 months 29.7% 26.9%

6 months through 2 years 59.3% 61.3%

3 through 6 years 64.5% 67.4%

7 through 12 years 65.6% 69.1%

13 through 17 years 58.6% 61.8%

18 through 20 years 27.4% 28.8%

Data source: MassHealth.

Figure 3C-45

Youth and Young Adult Mental Health

Mental and emotional health is an integral part of health and wellness. Youth mental
health is manifested in how a youth responds to stress, perceives his or her self-image and even
how they see themselves in the future. Youth and young adults, in general, have experienced
barriers to accessing behavioral and mental health services.'*

e 66.6% of children aged 2-17 years received mental health care or counseling
when it was needed, compared to 60.0% nationally in the last 12 months**®

e In 2009, 7% of Massachusetts high school students reported that they had
attempted suicide, substantially higher than the HP2010 target of 1%.

e The proportion of high school students reporting a suicide attempt in the past
year declined between 1997 and 2009, from 10% to 7%. In 2009, 7% of male
and 7% of female students reported that they attempted suicide in the past year.

« From 1997 to 2009 there has been a significant decrease in the percentage of
high school students who reported that they seriously considered a suicide
attempt (20% and 32% in 1997 vs.11% and 16% in 2009 for males and females,
respectively)*’

» Youth who identified as gay, lesbian or bisexual, or who reported any lifetime
same-sex sexual contact had suicidality rates substantially higher than those of
their peers (see section 3C.5 above)

151
Section 3C Children & Adolescents



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

e Twenty-four percent of high school students reported that in the past year there
had been a period of two weeks or more in which they felt so sad and hopeless
that they had stopped doing some usual activities (females 29%, males 19%)*'8

3C.17 Oral Health

Throughout the 20™ century, much progress has been made in preventive measures
relating to oral health. As is seen throughout the literature, good oral health is inextricably
linked to good overall health.**® Dental caries is the most common childhood chronic disease,
disproportionately affecting children of lower socioeconomic status. Poor children and
adolescents are at higher risk of dental caries than their more affluent peers, and their disease is
more likely to be untreated. These poor-non poor differences continue into adolescence.
Irrespective of age, dental caries is almost completely preventable with good access to
prevention measures such as dental sealants, regular cleaning/exams, topical fluoride, and
fluoridated drinking water.

Among children enrolled in the Massachusetts Head Start Program, 88.2% received
continuous accessible dental care at the end of the 2008-2008 enrollment year.*?
Approximately 87% of enrolled children received dental preventive care and 87.8% completed
an oral health examination. Among those having completed an oral health examination, 15.7%
were diagnosed as needing dental treatment and among them, 88.8% received or are receiving
dental treatment for these diagnosed conditions.

Massachusetts promotes the use of school-based dental sealant programs, with at least
165 schools participating.*** These programs specifically target children at high-risk for dental
diseas?ézFurthermore, 59.1% of the population on a public water supply receives fluoridated
water.

A 2007 Statewide Oral Health Assessment in Massachusetts'?® revealed that:

e 46% of third-graders (age 8 years) had at least one dental sealant

e 48% of third graders had experienced tooth decay (compared with 50%
nationally). MA does not meet the HP2010 goal that less than 42% of children
have dental caries experience in their primary and permanent teeth.

e 17% of third graders had untreated tooth decay (compared with 26%
nationally), meeting the HP2010 goal that less than 21% of children experience
untreated dental decay in primary and permanent teeth

e 52% of sixth-graders (age 12 years) had at least one dental sealant

e 34% of sixth-graders had experienced tooth decay

e 11% of sixth-graders had untreated tooth decay

Furthermore,

e 79.5% of respondents to the 2007 National Survey of Children’s Health stated
that their children’s (aged 1-17 years) teeth were ‘excellent’ or “very good’ as
compared to the national statistic of 70.7%

e 83.8% of Massachusetts adolescents had one or more preventive dental care
visits, as compared to the national statistic of 78.4%'**

e In 2008, among Massachusetts residents aged 18-24 years, 77.3% reported
having had a dental visit within the last year.'®
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Only about one-third of Massachusetts students reported ever wearing a mouth guard
while playing team sports, and among high school students this proportion decreased with
increasing grade. A school nurse survey conducted throughout Massachusetts in 2008 reported

that only 31% of schools require mouth protection to be worn during sports activities™?°.

Middle School:
e Overall, 85.8% of middle school students reported being examined by a dentist
in the previous year
e More than one in four (26.8%) middle school students self-reported having a
cavity during the previous year

Oral Health Indicators for MA Middle School
Students by grade, 2009
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Data source: MYHS, 2009
Figure 3C-46

High School:
e Overall, 85.6% of high school students reported being examined by a dentist in
the previous year
e Almost one in three (31.8%) high school students self-reported having a cavity
during the previous year
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Oral Health Indicators for MA High School Students
by grade, 2009
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Figure 3C-47

3D.18 Stakeholder Involvement to Enhance Qualitative Analysis

Stakeholders were engaged throughout the needs assessment process to provide
qualitative feedback on the data trends and analysis and to help direct further areas for
exploration. For the child and adolescent population, key informant interviews and a direct
survey of youth were conducted. Additional sources of feedback included focus groups that
indirectly involved general youth issues, such as teen mothers and CYSHCN. Overall, the
feedback reinforced the need to focus on the transition into adult life and responsibility and
preparing for adult health through healthy weight, reduction in violence, reduction in risky
behaviors, and availability of a medical home.

Key Informant Interviews

During 2009-2010, MDPH conducted a number of key informant interviews internal to
MDPH, as well as external interviews with experts and stakeholders in the community, to
inform the Needs Assessment and help support decision making. In addition, these key
informant interviews helped to assess the needs of target populations - such as children and
adolescents - through the use of data and broad input from stakeholders, and also helped to
examine Massachusetts' strengths and capacity to address identified needs. Although the
following summaries of both internal and external interviews and the youth survey are by no
means exhaustive, they do indicate the larger take-home points of the conversations.
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Overall, major priorities and issues raised in internal and external interviews were
similar to the priorities identified for the CYSHCN population. Both MDPH staff and external
experts emphasized the importance of the following topics for children and adolescents,
specifically in regards to setting priorities for the next five years:

Healthy weight

Emotional wellness/ suicide
Substance abuse

Oral health

Violence and bullying
Unintentional injury
Medical home

Youth risk behaviors
Transition into adult life
Asthma

Youth Needs Assessment Survey

In order to gather information directly from youth regarding their current health-related
priorities and suggestions for future directions for the Title V Agency regarding youth
programming and interventions, the project team developed an adolescent needs assessment
survey. The survey creation and refinement was in part based on initial interviews with
stakeholders. In developing questions, the project team also reviewed the major data trends
available for youth health and wellness issues.

This survey was administered at “Connecting for Change: The Youth Empowerment
Project, Statewide Youth Health Initiative” held in Marlborough, Massachusetts during
October 2009. The goal of the conference was to support, engage, and encourage young people
in promoting positive action and change in their communities. The Initiative encourages
participation of all youth in the Commonwealth in a youth-led, adult-supported movement.
Approximately 600 youth from throughout the Commonwealth attended the conference.
Among them, 184 youth aged < 24 years completed a survey (37% Hispanic, 28% Black, non-
Hispanic, 21% White, non-Hispanic, 11% Asian, and 3% Native American). Questions focused
on gathering youth perspectives on four main issues: health care access, violence and
discrimination, risk behaviors and protective factors. A Likert scale was used and translated
into three categories to indicate whether youth perceived each of a number of factors under
these broad categories to be “minor issue/somewhat of an issue”, “important/extremely
important issue” or “not an issue/not applicable.” The issues that emerged as being the most
important to Massachusetts youth were:

e Health Care Access
1. Access to medications
2. Access to health care
3. Social supports
e Violence and Discrimination
1. Violence in the community
2. Violence on the basis of age, race, sexuality, income, language, gender or
religion
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3. Discrimination on the basis of age, race, sexuality, income, language,
gender or religion
e Risk Behaviors
1. Drug and alcohol abuse
2. Abuse by peers
3. Tobacco use
e Protective Factors
1. Completing education
2. Cultural and diversity awareness
3. Being prepared for a career/entering the workforce

The survey results reinforced trends found through quantitative analysis of existing
state datasets discussed above. One notable exception was the level of awareness and concern
for violence in the community. Violence emerged as a leading issue for the youth population
surveyed. While the survey did have an overrepresentation of minority and urban youth versus
the overall state, the findings led to renewed understanding of the issues facing youth and
adolescents. This understanding in part led to the ratio of black/white homicides for males aged
15-24 years being chosen as the first state outcome measure.

All prevalence and priority discussions and survey results were incorporated into the
state priority decision making process either as part of the initial brainstorming with internal
staff or as part of the expansion and refinement process with external stakeholders. These
discussions led to unintentional injury, healthy behaviors, and medical home emerging as the
leading issues for child and adolescent health. The child and adolescent priorities and tradeoffs
are further discussed in section 5 in addition to the cross-population priorities which are
inclusive of all children and adolescents.
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BD. Children and Youth with Special Health Care Needs|

Overview

Among the 6,497,967 residents of Massachusetts in 2008, roughly 32.2%, or
2,092,912, were children and youth aged less than 24 years. The population breakdowns
by age were as follows®:

e < 5years: 383,568 (5.90%)
e 5-9years: 384,444 (5.92%)
e 10-14 years: 399,518 (6.15%)
e 15-19years: 460,398 (7.09%)
o 20-24 years: 464,984 (7.16%)

Based on 10 featured indicators measuring child well-being from 2005-2007, the
Annie E. Casey Foundation Kids Count 2009 rated Massachusetts equal or better than the
national average for each of the 10 indicators, ranking fifth compared to all other states.
Indicators measuring child well-being in which Massachusetts did worse since 2000, but
which were better than the national average, were the percent of low-birthweight babies
(up from 7.1% to 7.9%); infant mortality rate per 1,000 live births (up from 4.6% to
4.8%); and the percent of children living in families where no parent has full-time, year-
round employment (up from 31% to 32%)°.

The percent of children in Massachusetts < 18 years living in poverty in 2008 was
estimated to be 12%, compared to the national average of 18.2%; 7 states had lower
poverty rates®. Finally, a child born in 2007 in Massachusetts has a life expectancy of
80.2 years, compared with 78.1 years for the US”.

3D.1 Demographics

According to the 2005-2006 National Survey of Children with Special Health
Care Needs (NS-CSHCN), 16.4% of Massachusetts children aged < 18 years had a
special health care need”. This percentage exceeded the National rate of 13.9%. NS-
CSHCN is a random-digit-dial survey that provides national and state estimates of the
prevalence and impact of special health care needs for children aged < 18 years and their
families. Overall, the survey demonstrated substantial need in the state and, compared
with the US overall, the need is growing — up 1.7% versus 1.1% nationally.
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Figure 3D-1

Based on data from the 2005-2006 NS-CSHCN, the estimated number of
CYSHCN aged < 18 years in Massachusetts, weighted for population characteristics, was
237,838. Furthermore:

The percentage of children aged < 6 years with special health care needs
in Massachusetts was 10.2% (compared to 8.8% nationally)

The percentages of older children in Massachusetts who had a special
health care need were higher than those aged < 6 years: among children
aged 6-11 years, 17.9% in Massachusetts vs. 16.0% nationally; among
youth aged 12-17 years, 20.6% in Massachusetts vs. 16.8% nationally
Approximately one in four (25.2%) households in Massachusetts had one
or more children with a special health care need

Massachusetts reported a higher percentage of White (17.2%) and
Hispanic (13.9%) children with special health care needs than the US
average, which was 15.5% and 8.3%, respectively. There were no
significant differences between Massachusetts and the nation in other
racial/ethnic subgroups.

There was a higher percentage of children with special health care needs
in Massachusetts under 100% of poverty (19.9% vs. 13.9% nationally) and
between 100-199% of poverty (17.6% vs. 14% nationally) than the nation
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According to the 2007 National Survey of Children’s Health (NSCH), the
prevalence of special health needs among Massachusetts children aged < 18 years is
22.8%, compared to 19.2% for the nation; this equates to about 326,038 children with
special health care needs in Massachusetts®. Differences in prevalence between the
NSCH and the NS-CSHCN may relate to differences in the sample, differences in the
positioning of the questions, or other methodological issues. The same definition of
special health care needs is used in both surveys, however.

According to data from the Massachusetts Department of Elementary and
Secondary Education (MDESE), students with disabilities receiving special education
services comprised 17.1% (n=166,037) of the Massachusetts public school student
population during the 2008-2009 school year, up from 15.6% (n=154,391) during the
2003-2004 school year . The trend over the past few years shows a steady increase in the
overall percentage of students with disabilities in Massachusetts. It is notable that while
total enrollment of the Commonwealth’s students has declined, from 991,478 in 2003-
2004 to 970,059 in 2008-2009, enrollment of students with disabilities has increased.

In 1997, the University of Washington’s Seattle Quality of Life Group developed
and validated a 4-item self-report Youth Quality of Life-Disability Screener (YQOL-DS),
for use among youth aged 11-18 years. The 2009 Massachusetts Youth Health Survey
(MYHS) defined disability using three of the four YQOL-DS questions. On the 2009
MYHS, 16% of middle school and 23% of high school youth in Massachusetts self-
reported having a disability8. Finally, the 2008 Massachusetts Behavioral Risk Factor
Surveillance System (BRFSS) estimates that 16.6% of Massachusetts adults aged 18-24
years have a disability, which is a weighted frequency of 91,454 Massachusetts adults
aged 18-24 years that have a disabilityg.

3D.2 Type of Special Health Care Need

The special health care needs of children and youth in Massachusetts cover a
broad spectrum of physical, mental, and functional disorders. The state broadly defines
special health care needs and, due to the lack of a single definition, draws upon multiple
sources to identify the special health needs of the population, including EI enrollment,
school-based special education statistics, and the NS-CSHCN, NSCH, and other surveys.

According to data from the NS-CSHCN and NSCH, Massachusetts CY SHCN
needed or used the following health-related services during the past 12 months (Note:
comparisons between children with and without a special health care need were reported
when possible. If a direct comparison of children with and without special health care
needs could not be made for a specific question, a comparison between CYSHCN in
Massachusetts and CYSHCN nationally was made):

o 88.2% of CYSHCN saw a dentist for preventive dental care (compared to
82.4% of children and youth without a special health care need)

o 87% of CYSHCN received BOTH routine preventive medical and dental
care visits (compared to 81.3% of children and youth without a special
health care need)

o 85.8% of CYSHCN needed or used prescription medicines (compared to
86.4% of CYSHCN nationally)

163
Section 3D Children and Youth with Special Health Care Needs



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

o 54% of CYSHCN needed or received care from a specialist (compared to
only 25.4% of children and youth without a special health care need)

e 30.2% of CYSHCN needed eyeglasses or vision care (compared to 33.3%
of CYSHCN nationally)

e 30% of CYSHCN needed physical, occupational or speech therapy
(compared to 22.8% of CYSHCN nationally)

o 15.5% of CYSHCN needed disposable medical supplies (compared to
18.6% of CYSHCN nationally)

e 10.7% of CYSHCN who received or needed specialist care had a problem
getting specialist care (compared to only 4.9% of children and youth
without a special health care need)

e 10.2% of CYSHCN needed durable medical equipment (compared to
11.4% of CYSHCN nationally)

e 4.9% of ALL children (both CYSHCN and non-CYSHCN) qualified as
needing or using special therapy, such as occupational, physical or speech
therapy

e 2.9% of CYSHCN have hearing problems (compared to 0.8% of children
and youth without a special health care need)

e 1.7% of CYSHCN ages 8-17 needed substance abuse treatment or
counseling (compared to 2.8% of CYSHCN nationally)

Early Intervention (EI) program eligibility gives an indication of the type of
special needs for children aged < 3 years. El served 6.4% (14,902) of children aged <3
years residing in Massachusetts in FY 2009, and the EI population continues to grow.
During FY 2008, there were a total of 15,140 (up from 13,862 in FY 2004) children
newly enrolled in EI (See Figure 3D-2 below)™. Among these enrollments, language
delay represented the largest proportion, with the other major categories as follows:

e 72% had a language delay (up from 60% in FY 2004)

e 36% had a motor delay (up from 31% in FY 2004)

e 27% had a cognitive delay (up from 23% in FY 2004)

e 20% had an adaptive/self-help delay (down from 22% in FY 2004)
e 12% had a social/emotional delay (the same as in FY 2004)

New EIl Enrollments and Reasons for Enrollment, FY07-FY08
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Developmental FYO04 FYO05 FYO06 FYOQ7 FYO08

Delay # 1% | # %] # %| # Y| # | %
Adaptive/Self-

Help 3,105 122%0| 2,815 [21%)] 2,909 [21%] 3,036 [20%] 3,057 20%
Cognitive 3,216 123%)| 3,215 [24%) 3,529 [25%] 3,746 25%]| 4,046 27%
Language 8,372 160%0) 9,149 |67%] 9,822 [70%]|10,336(70%](10,915[72%
Motor 4,307 [31%] 4,283 [31%]| 4,824 [34%| 5,100 [34%] 5,526 [36%

Social/Emotional| 1,704 [12%| 1,642 [12%) 1,745 [12%] 1,808 [12%, 1,883 [12%

Total eligible due
to delay
(unduplicated)

10,585 11,127 12,105 12,880 13,334

Total new
admissions 13,862 13,604 14,070 14,823 15,140
(unduplicated)

Figure 3D-2

The number of students receiving special education services has increased from
154,391 during 2003-2004 (15.6% of all students) to 166,037 during 2008-2009 (17.1%
of all students). According to the MDESE", students receiving special education services
during the 2008-2009 school year were classified into the following disability categories:

35.8% Specific Learning Disabilities (compared to 45.9% in 2003-2004)
17.3% Communication (compared to 13.6% in 2003-2004)
10.1% Developmental Delay (compared to 9% in 2003-2004)
8.4% Emotional (compared to 8.6% in 2003-2004)

6.9% Health (compared to 3.5% in 2003-2004)

6.6% Intellectual (compared to 8.1% in 2003-2004)

5.9% Autism (compared to 3.2% in 2003-2004)

3.9% Neurological (compared to 2.8% in 2003-2004)

2.9% Multiple Disabilities (compared to 3.4% in 2003-2004)
1.0% Physical (compared to 0.8% in 2003-2004)

0.7% Sensory/Hard-of-Hearing (same in 2003-2004)

0.3% Sensory/Vision Impairment (same in 2003-2004)

0.1% Sensory/Deaf-Blindness (compared to 0.2% in 2003-2004)

For middle and high school youth, the screening questions used on the 2009
MYHS also provide an indication of type of disability or special health need:

10% of middle and 13% of high school students said they had “physical
disabilities or long-term health problems”

9% of middle and 14% of high school students said they had “long-term
emotional problems or learning disabilities”
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3D.3 MCHB Core Outcomes and National CYSHCN Performance Measures

The first six MCH national performance measures (NPM) concern CYSHCN.
These measures also relate to the six MCHB core outcomes for CYSHCN, although they
may be somewhat narrower. The following table summarizes the core outcomes and NS-
CSHCN findings for Massachusetts:

0,
% of CSHCN | 700 CSHON
The MCHB Core Outcomes Achieving g
. Outcome in the
Outcome in MA .
Nation

1. Families of children and youth with special

health care needs partner in decision making at 571 574

all levels and are satisfied with the services they
receive

2. Children and youth with special health care
needs receive coordinated ongoing 45.7 47.1
comprehensive care within a medical home

3. Families of CSHCN have adequate private
and/or public insurance to pay for the services 63.1 62.0
they need

4. Children are screened early and continuously

for special health care needs 75.8 63.8

5. Community-based services for children and
youth with special health care needs are 87.6 89.1
organized so families can use them easily

6. Youth with special health care needs receive
the services necessary to make transitions to all
aspects of adult life, including adult health care,
work, and independence

46.6 41.2

Figure 3D-3

Although Massachusetts ranked about the same as most other states in most of the
core measures, and even higher than most other states on early and continuous screening
as well as youth transition, room for improvement still clearly exists in Massachusetts.
For example, of Massachusetts families:

e 54.3% reported that they do not receive care within a medical home
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o 42.9% reported that they do not partner in decision-making and/or are not
satisfied with the services they receive

e 32.7% of currently insured CYSHCN reported their coverage to be
inadequate

e 32.3% reported that their child’s doctors and other health care providers
did not always make them feel like partners in caring for their child

e 25.4% of publicly-insured CYSHCN did not receive any preventive dental
care during the past 12 months

e The percentage of families who stated need, but reported their needs
unmet, for:
0 Family respite care: 45.2%
0 Family mental health services: 17.0%
0 Family genetic counseling: 15.8%

Particular need continues to exist for transition services. NS-CSHCN data indicate
that 67.4% of Massachusetts (49.3% of U.S.) CYSHCN stated that their doctors and other
health care providers have not talked with them about transitioning into seeing doctors or
other health care providers who treat adults. In addition, even though Massachusetts’
overall percentage on the MCHB core outcome of youth transition is higher than the
national percentage, both numbers are low, and efforts must be made to make youth
transition more successful.

The importance of these measures has been demonstrated in Massachusetts by
two other measures: financial burden for the family and unmet need:

e 36.9% of Massachusetts families reported a finance-related problem
associated with their child’s health status
e 15% reported their child’s health conditions had caused financial problems
e 13.1% needed additional income to cover health-related expenses
o 18.2% of family members had cut work hours to provide care
e 12.1% of family members had stopped working to provide care
Families with adequate insurance, a medical home, or services organized for ease of use
were less likely to report financial burden.

A 2009 national study examined the association between state Medicaid and State
Children’s Health Insurance Program (SCHIP) income eligibility and the financial burden
reported by low-income families raising CYSHCN, and found that™?:

e Nationwide, 61% of low-income families reported having paid out-of-
pocket for medical needs (MA reported 59.5%)

e Among these families, 30% had expenses between $250 and $500

e 349% had expenses of more than $500, as compared to 24.7% of
Massachusetts families

e 27% of the families reporting any expenses had expenditures that
exceeded 3% of their total household income

e The percentage of low-income families with out-of-pocket expenses that
exceeded 3% of their income varied considerably according to state, and
ranged from 5.6% to 25.8%:
0 Massachusetts, at 13.1%, was the 14™ best ranked state in regards to

this category

167
Section 3D Children and Youth with Special Health Care Needs



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

e Families living in states with higher Medicaid and SCHIP income
eligibility guidelines were less likely to have high absolute burden (out-of-
pocket costs of $500 or more) or high relative burden (out-of-pocket
spending that exceeded 3% of income)

Low-income families’ out-of-pocket expenditures for their CYSHCN vary
considerably state-by-state. A portion of this variability is associated with states’
Medicaid and SCHIP income-eligibility thresholds. Families living in states with more
generous programs report less absolute and relative financial burden than families living
in states with less generous benefits. Compared to the rest of the nation, fewer low-
income Massachusetts families reported having out-of-pocket expenses exceeding 3% of
their income. However, there is still much room for improvement regarding income
eligibility and financial burden reported by low-income families raising CYSHCN in
Massachusetts.

Finally, focus groups conducted from late 2009 to early 2010 revealed that the
types of needs people discussed were similar to those of parents surveyed: preparing
CYSHCN for life transitions; medical home; mental health/social isolation; bullying;
healthy weight and nutrition/physical activity; sexual education/healthy sexuality; care
coordination and collaboration; eliminating disparities; improving outreach and
enhancing knowledge about available services; respite care; and keeping CYSHCN in
their communities and homes.

3D.4 Conditions Related to Special Health Needs

Massachusetts monitors and develops interventions for childhood conditions that
are high in prevalence, such as asthma, or conditions whose rates may be increasing
either due to increases in incidence or changing definitions and surveillance methods,
such as autism. Information about these and selected other conditions of long-standing
MCH interest, which may result in special health care needs, is presented in this section.

Asthma
Asthma Prevalence

Asthma is one of the more prevalent health conditions among children. Proper
management, including: personalized medical care that educates the child, parents,
teachers, and extended family about symptoms; the use of medications; and the
avoidance of environmental triggers can significantly reduce asthma hospitalizations and
deaths and dramatically improve the child’s quality of life.

According to a three-year average annual estimate from 2005-2007 BRFSS data,
which asks respondents about current asthma among children in their household, 10.3%
of children aged < 18 years had asthma, representing an increase in prevalence from
previous years B,

Massachusetts also has a unique data source that tracks asthma prevalence by
individual schools called the Pediatric Asthma Surveillance Project. A 2009 report,
Pediatric Asthma in Massachusetts 2006 — 2007, examined asthma data from a total of
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2,075 public, private, and charter schools (approximately 97.1% of the schools serving
grades K-8 in the Commonwealth during the 2006-2007 school year) and reported that
the prevalence of asthma was 10.8%, up from 9.2% in 2002-2003*. In addition, reported
asthma prevalence for all children by grade level showed that prevalence generally
increased by grade through grade 5 (Kindergarten 9.4% to 5th grade 11.4%). After grade
5, prevalence leveled off at approximately 11%, as the following table illustrates:

Reported Prevalence (%) of Asthma by Grade: 2006-2007

11.8%
11.5% 11.49%11.4%

11.3% - 11.1%11.1%
11.0% 10.9%
10.8% - 10.6%

10.5% 10.3%
10.3%
10.0% A

9.8% 1 4 1o
os0n | 9:4%

9.3% J
9.0% |

K | 1st | 2nd | 3rd | 4th | 5th | 6th | 7th | 8th
B Prevalence (%) | 9.4% (10.3%610.69610.9%11.4%/11.49%11.1%611.1%11.0%

11.0%

Source: Pediatric Asthma in Massachusetts, 2006-2007 (2009 Report)

Figure 3D-4

Asthma prevalence was also observed to vary by gender, as 11.3% of males and
9.4% of females, respectively, had current asthma from 2005-2007".
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Prevalence of Current Asthma Among Massachusetts Children
by Gender: 2005-2007
14.0%
13.0% 11.3%
12.0% -
11.0% | 10.3%
10.0%
9.4%
9.0% -
8.0%
7.0%
Overall Male Female
Source: Pediatric Asthma in Massachusetts, 2006-2007 (2009 Report)

Figure 3D-5

Asthma is the most prevalent chronic disease reported by youth on the 2009
Massachusetts Youth Health Survey (MYHS). Eighteen percent (18%) of middle school
students and 23% of high school students reported ever having been told by a health care
provider that they have asthma (compared with 21% and 23% in 2007, respectively).
These data were self-reported, and suggest high prevalence among teens, but are not
unlike findings from other states'®. According to data from the Strategic Plan for Asthma
in Massachusetts 2009-2014, the prevalence of current asthma in Massachusetts was
higher among children that were'’:

e Aged 12— 17 years

e Male

e Living in households with lower incomes

e Living in households with lower educational attainment by the adult

e Had a disability
This suggests that there are economic and social factors related to asthma incidence
which may in part be due to the built environment - including older houses and access to
recreational activities - experienced by low income, Black, and Hispanic populations in
the state.

Of medications administered by school nurses through the Essential School
Health Services (ESHS) Program during 2007-2008, asthma medications were the most
common prescriptions taken on a “PRN” or “as needed” basis'®. The PRN prescription
rate in 2007-2008 was 33.4 per 1,000 students, up from 30.2 in 2003-2004. However, the
2,047 peak flow monitoring procedures and 1,119 nebulizer treatments per month among
the 527,492 students in participating districts represented a decrease from 2003-2004.
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Finally, and perhaps most importantly, the level of asthma control among
Massachusetts children with current asthma during the years of 2006-2007 was in need of
substantial improvement. The results suggest that improvements in asthma education and
management for children and families are needed, given that®®:

e 65.2% of children’s asthma was not well controlled or very poorly
controlled
e 34.8% of children’s asthma was well controlled

Asthma Hospitalizations & Emergency Visits

In 2005, there were 9,121 hospitalizations, 2,101 observation stays, and 36,146
emergency department visits due to asthma in Massachusetts across all age groups. From
2002 to 2005, there were an average 102 episodes of care due to asthma at an emergency
department every day.

From 1994 through 1998, the age-adjusted rate of hospitalizations due to asthma
decreased 31% from 18.4 to 12.7 per 10,000 residents. From 1999 through 2006, the rate
remained relatively stable - from 13.5 to 14.7 per 10,000 residents - despite an increase in
asthma prevalence. Furthermore, the rate of emergency department visits due to asthma
also remained stable from 2002 through 2005.

However, disparities exist in asthma hospitalizations, emergency department
visits, and outpatient observation stays by age, gender, race/ethnicity, geography, and
season. From 2000 through 2006, Black, non-Hispanics and Hispanics consistently had
substantially higher age-adjusted rates of hospitalization due to asthma than White, non-
Hispanics.

Similar to the observed pattern in asthma prevalence by gender and age subgroup,
the rates of hospitalization in 2000 - 2006 due to asthma were higher among males than
females in the 0-4 and 5-11 year age subgroups. However, in the 18-24 year age
subgroup, the rates of asthma hospitalization were higher among females than males.

The three-year average rates of hospitalization due to asthma were not evenly
distributed geographically among the state. Although there is not city/town specific data
regarding rates of hospitalization due to asthma in Massachusetts, there are areas in the
state where rates are higher than the statewide rate (14.1 per 10,000 residents); these
include areas surrounding Fall River, Boston, New Bedford, Brockton, Worcester, and
Springfield.

From 2002-2005, children aged 0-4 years had the highest rates of emergency
department visits, outpatient observation stays, and hospitalizations due to asthma of any
group. However, they had an average hospitalization length of stay of 2.0 days, which
was lower than any other age group.

Finally, the highest frequency of hospitalizations from 2002-2006 due to asthma
was in the fall and winter months, and the lowest frequency of hospitalizations from
2002-2006 due to asthma was in the summer months.

Asthma Deaths

171
Section 3D Children and Youth with Special Health Care Needs



11B. Massachusetts MCH 2010 Comprehensive Needs Assessment

From 1990 through 2006, there were 1,708 deaths due to asthma among
Massachusetts residents, an average of about 100 per year. During this time period, the
Massachusetts asthma death rate decreased 63.8% from 19.6 to 7.1 per 1,000,000
residents. Although asthma deaths are rare, disparities do exist with respect to age,
race/ethnicity, and geography.

The five-year (2002-2006) average age-specific death rate due to asthma was
highest among adults aged 65 years and older in Massachusetts (46.9 per 1,000,000
residents). The asthma death rates among Black, non-Hispanics and Hispanics were 3.4
and 2.7 times higher than the rates among White, non-Hispanics, respectively. Finally,
asthma death rates were found to be higher in the Boston area (16.8 per 1,000,000
residents) as compared to the overall statewide rate (10.5 per 1,000,000 residents).

Autism Spectrum Disorders (ASD)

Autism spectrum disorders (ASD) - including autistic disorder, Asperger’s
syndrome, and pervasive developmental disorder, not otherwise specified (PDD-NOS) -
are lifelong neurodevelopmental disorders characterized by impairments in social
function, communication, and behavior?’. In most cases, symptom onset occurs before
age three years. Autism is an important and growing public health concern with
substantial impacts on those affected and their families.

Data from CDC’s Autism and Developmental Disabilities Monitoring (ADDM)
Network indicate that the prevalence of ASD among children aged 8 years in 2006 was
90 per 10,000, an increase of 57% from the 2002 surveillance year21. In addition, a recent
study by Kogan et al. using data from the 2007 NSCH found that the ASD prevalence
among children aged 3-17 years was 110 per 10,000 — or 1 in 110 children - with an
estimate of 673,000 U.S. children having an ASD. The Kogan study also found that*:

e The odds of having ASD among boys was 4 times that of girls

e Non-Hispanic, Black and multi-racial children had lower odds of ASD
than non-Hispanic, White children

e Nearly 40% of those ever diagnosed with ASD did not currently have the
condition, and non-Hispanic, Black children were more likely than non-
Hispanic, White children to not have current ASD

e Children with ASD were less likely than children without ASD to receive
care within a medical home

MDPH linked Massachusetts EI program data to birth certificate data in the
Pregnancy to Early Life Longitudinal (PELL) Data System. EI data was used to identify
infants born during 2001-2005 who were enrolled in EI and receiving ASD services
before age 36 months. A total of 3,013 children (77 per 10,000 live births) were enrolled
in EI for ASD by age 36 months. MDPH found that ASD incidence increased from
56/10,000 among the 2001 birth cohort to 93/10,000 for the 2005 cohort. In multivariate
analyses, infants of mothers aged <20 years, who were not high school graduates, whose
primary language was not English, and who were foreign-born had lower odds of early
ASD. Odds of early ASD were 4.4 (95% CI = 4.1-5.0) times higher for males than
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females. Finally, non-singleton, low birth weight, and preterm infants had higher odds of
early ASD diagnoses.

Based on the American Community Survey 3-year estimate from 2006-2008, the
population of Massachusetts is 6,469,770, and the population over 18 is 5,032,597. This
leaves 1,437,173 children age 18 years and under. Applying the rate of 1 in every 110
children affected with ASD to the Massachusetts population, there are approximately
13,000 children aged 18 years and under with ASD in Massachusetts, an increase of
approximately 3,000 children from 20057,

Number of children in Massachusetts under the age of 18 who have an ASD:
2005-2010
13,500 13,065
12,000
10,500 -
10,000
9,000
2005 2010
=& Number of children 10,000 13,065
under age 18 who have
an ASD
Source: U.S. Census Bureau, 2006-2008 American Community Survey

Figure 3D-6

MDPH oversees a system that provides intensive intervention to children with
ASD who are enrolled in EI. Specialty Service Providers, with expertise in the area of
autism, work with community EI programs to deliver services in the child’s home and in
childcare settings. Highly structured, individualized treatment programs — which promote
communication, social skills, and address behavior that interferes with learning - include
parents and care providers in the intervention. The age of the child, the family’s schedule
and preferences, the child’s learning style and behavioral characteristics, and rate of
progress are also considered in developing treatment plans that typically provide between
6-20 hours a week of intensive engagement.

Enrollment in Specialty Services has increased steadily since the system was
initiated in March of 1998, growing from 340 children in FY’99, to 775 children in
FF’04, to 1,321 served in FY’09%.
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El children who received services from ASD specialty provider:
FY 1999-2009

1450 A
1200 A 1,321

700 340
450 -

200

FY 1999 FY 2004 FY 2009

== | children who 340 775 1,321
received services
from ASD
specialty provider

Source: Massachusetts Department of Public Health, Early Intervention, 2009
Figure 3D-7

On a program basis, this indicates a prevalence rate of 1 per 24 EI enrollees, which is up
from the 1 per 38 EI enrollees in FY 2004.

Data have shown that individuals with an ASD had average medical expenditures
that exceeded those without an ASD by $4,110-$6,200 per year®. On average, medical
expenditures for individuals with an ASD were 4.1-6.2 times greater than for those
without an ASD. Finally, studies have estimated that the lifetime cost to care for an
individual with an ASD is $3.2 million.

Although autism is typically considered a disorder of childhood, its costs carry
over well into adulthood. Specifically, the substantial costs resulting from adult care and
lost productivity of both individuals with autism and their parents have important
implications for those aging members of the baby boom generation approaching
retirement, including large financial burdens affecting not only those families but society
as well. Regardless of whether or not an increase in children with autism is a result of
broadening the criteria for the diagnosis or caused by environmental or genetic factors,
the fact remains that more children are being diagnosed as autistic than ever before.

Birth Defects
Birth defects include a wide range of abnormalities that can have very different
consequences for a child’s health. Some are life threatening, while others are less severe

and preventable by prenatal medical intervention or correctable after birth. Many birth
defects can cause a range of both mental and physical disabilities.

The Massachusetts Birth Defects Monitoring Program

The Massachusetts Center for Birth Defects Research and Prevention conducts
population-based active surveillance throughout the state and participates in the National
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Birth Defects Prevention Study. The primary focus of the program is the identification of
major structural birth defects, with or without a chromosomal abnormality, and non-
chromosomal malformation syndromes.

The Center uses multiple sources of ascertainment. Birth and tertiary care
hospitals in Massachusetts routinely submit discharge lists and nursery data on infants
born with birth defects. Two Rhode Island hospitals that deliver Massachusetts residents
and Massachusetts Eye and Ear Infirmary are also included. Fetal death reports and infant
death certificates are reviewed. Birth certificates are checked for additional information
such as residency of the mother. Potential birth defects cases, reported from these varied
sources, are assigned to medical record abstractors who review medical records of
potential cases.

Birth Defects in Massachusetts 2004-2005

Massachusetts has been one of 11 states with population-based monitoring
programs to contribute birth defect data to the CDC’s published national prevalence
estimates for 18 selected major birth defects. Of note, Massachusetts’ rates for 2004-2005
were significantly lower than US rates for about half of the birth defects and were about
the same as the national estimates for the other half. Differences in surveillance system
methodology and regional variation may account for the lower rates for some defects.

According to the MDPH Center for Birth Defects Research & Prevention, birth
defects are the leading cause of infant death and also contribute substantially to pre-
maturity. Among live births and stillbirths to Massachusetts residents in 2004-2005,
2,590 (2,536 live births and 54 stillbirths) had one or more structural birth defects for an
overall prevalence rate of 166.8 per 10,000 live births?®®. Cardiovascular birth defects
were the most commonly occurring birth defects in both Massachusetts and the nation,
and contributed more to infant deaths than any other birth defect category. Of the ten
most common birth defects in 2004-2005, three were cardiovascular (atrial septal defects,
ventricular septal defects, and valvular pulmonary stenosis).

Common non-cardiovascular defects included Down syndrome,
polydactyly/syndactyly, hypospadias, clubfoot, orofacial clefts, and obstructive
genitourinary defects. Furthermore, as the following table from the MDPH Center for
Birth Defects Research & Prevention demonstrates, adverse pregnancy outcomes
(Cesarean section deliveries, low birth weight, prematurity, multiple births, and infant
death) were more freq7uent among infants born with birth defects than among infants born
without birth defects?':
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Pregnancy Outcomes: Birth Defect Cases Compared to
Unaffected Live Births, Massachusetts: 2004-2005

50.0% 1559
40.0% |
31.4%
0 |
30.0% 2L 1% 29 0%
20.0% -
10.0% | 7'6%5.60/240/ 2% 106 62%, o 5.0%
D- 0 1.7%|:-' |—|0.4°)
0.0% C Multi | Infant
- ulti | Infan
Section LBW \VLBW| GA<37 GA<32 Birth | Death
O Birth Defect Cases | 0.4353|0.2106 | 0.0556 | 0.2196 | 0.0536 | 0.0615 | 0.0497
Among Live Births
W Live Births without | 0.3137 | 0.0764 | 0.0138 | 0.0911 | 0.017 | 0.0471 | 0.0042
Birth Defects

Source: Birth Defects in Massachusetts. MDPH, Center
for Birth Defects Research & Prevention, May, 2009

Figure 3D-8

e Cesarean deliveries (C-sections) were 38.5% higher for births with birth
defects versus those without

e Infants born with birth defects were 2.8 times more likely to have low
birth weight (less than 2,500 grams) and 2.4 times more likely to be born
premature compared to infants without birth defects

¢ Infants with birth defects were 12.4 times more likely to die before their
first birthday compared to infants without birth defects

The Massachusetts birth defect prevalence rates for 2004-2005 were 135.0 among
females and 197.6 among males per 10,000 live births. While the prevalence of most
types of birth defects did not substantially differ by sex of the infant or fetus, male infants
uniquely had hypospadias, but they were also more likely than female infants to have
obstructive genitourinary defects, Hirschsprung disease, clubfoot,
polydactyly/syndactyly, and cleft lip with or without cleft palate.

The number of births to older mothers has been increasing over time in
Massachusetts. There is a higher prevalence of birth defects and chromosomal defects in
particular among mothers aged 35 years and older. Down syndrome and gastroschisis are
two birth defects of interest in cases of relatively older or younger mothers, respectively.

e Although 45% of children with Down syndrome were born to women
aged < 35 years, the Down syndrome rate of 27.0 per 10,000 live births for
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women aged 35 years and older was about three times that of any other
maternal age group
e On the other hand, gastroschisis is a defect that occurs more among
younger mothers, and is a condition of particular concern for that reason:
0 During 2004-2005, younger mothers (aged 19 years and under) in
Massachusetts had the highest rate (14.1 per 10,000 live births) of
infants born with gastroschisis

The CDC reports that more than 1% of all infants are conceived through assisted
reproductive technology (ART). In 2005, Massachusetts was one of the five states with
the highest frequencies of ART procedures performed, which may be due in part to more
complete insurance coverage for ART in Massachusetts. Importantly, infants conceived
by ART have been shown to be at two to four times greater risk for certain birth defects
than infants conceived naturally.

Birth defects are more common among multiple births (more than one fetus) than
in singleton births, and the number of multiple births has been increasing over time in
Massachusetts. Specifically, during 2004-2005, the birth defect prevalence rate was 164.3
for singletons and 216.4 for multiple births per 10,000 live births. Birth defects that
commonly occurred in multiple births included atrial septal defects, hypospadias,
clubfoot, Down syndrome, and tetralogy of Fallot.

In Massachusetts and nationally, the prevalence of some birth defects is similar
across all race groups, but other birth defects appear to vary by maternal race and
ethnicity, as Figure 3D-9 illustrates®®.
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Birth Defects Prevalence Rate in Massachusetts per 10,000
births, by Maternal Race/Ethnicity: 2004-2005
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Source: Birth Defects in Massachusetts. MDPH, Center for Birth Defects
Research & Prevention, May 2009

Figure 3D-9

The most common defects in Hispanics have included septal defects,
microcephaly, obstructive genitourinary defects, transposition of great arteries, Down
syndrome, and cleft lip. In Blacks, the most common defects have included septal
defects, coarctation of aorta, Down Syndrome, hypospadias, microcephaly, and
obstructive genitourinary defects. The most common defects in Whites have included
septal heart defects, Down Syndrome, cleft lip, and cleft palate. In Asians, the most
common defects have included cleft lip, hypospadias, gastroschisis, and omphalocele.
Possible explanations for these differences include genetic variation, diet and lifestyle,
and varying access to prenatal screening and health care services®.

While numbers of infants with birth defects are relatively small, it is important to
recognize the long-term medical, economic and human impact of these outcomes when
diagnosing and treating a baby with a birth defect.

A recent estimate of hospital costs during the first two years of life for
Massachusetts children born between 1998 and 2004 with orofacial clefts was $10
million*. In addition:

e The Massachusetts combined lifetime costs for babies born with 12 major
structural birth defects was an estimated $125 million in 2005 dollars®

e Nationally, the lifetime costs of 18 common birth defects have been
estimated to be $11 billion:*
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0 These figures include direct costs of medical treatment, developmental
services and special education, as well as indirect costs to society for
lost wages due to early death or occupational limitations

0 Psychosocial costs, while also of concern, are difficult to directly
quantify

Diabetes

When diabetes occurs during childhood, it is routinely assumed to be type 1, or
juvenile-onset diabetes. However, in the last 2 decades, type 2 diabetes (which used to be
known as adult-onset diabetes) has been reported among U.S. children and adolescents
with increasing frequency. The epidemics of obesity and the low level of physical activity
among young people, as well as exposure to diabetes in utero, may be major contributors
to the increase in type 2 diabetes during childhood and adolescence.

Unfortunately, data is quite limited in regards to the prevalence of obesity or
diabetes among Massachusetts children. Self-reports from the 2009 MYHS indicate that
3% of Massachusetts middle school children and 4% of high school children reported
being told by a health care professional they had diabetes™®.

According to a 2007 CDC Diabetes Fact Sheet, about 186,300 persons aged < 20
years have diabetes (Type 1 or Type 2) in the United States, which is about 0.2% of all
people in this age group34. Furthermore, in 2003, CDC and NIH funded a multi-center
study, entitled SEARCH for Diabetes in Youth, to examine diabetes (type 1 and type 2)
among children and adolescents in the United States. SEARCH findings for the
communities studied include the following35:

e Based on 2002-2003 data, 15,000 youth in the United States were newly
diagnosed with type 1 diabetes annually, and about 3,700 youth were
newly diagnosed with type 2 diabetes annually

e The rate of new cases among youth was 19.0 per 100,000 each year for
type 1 diabetes, and 5.3 per 100,000 each year for type 2 diabetes

e Non-Hispanic, White youth had the highest rate of new cases of type 1
diabetes

e Type 2 diabetes was extremely rare among youth aged <10 years. While
still infrequent, rates were greater among youth aged 1019 years
compared to younger children, with higher rates among U.S. minority
populations compared with non-Hispanic, Whites

e Children and adolescents diagnosed with type 2 diabetes are also generally
obese, have a strong family history for type 2 diabetes, and have insulin
resistance

¢ Among non-Hispanic, White youth aged 10-19 years, the rate of new
cases of type 1 diabetes was higher than for type 2. For Asian/Pacific
Islander and American Indian youth aged 10-19 years, the opposite was
true - the rate of new cases of type 2 was greater than the rate for type 1
diabetes. Among African American and Hispanic youth aged 10-19 years,
the rates of new cases of type 1 and type 2 diabetes were similar
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In addition, according to the 2008 Massachusetts BRFSS, 3.4% of persons aged
18-24 years in Massachusetts had pre-diabetes%.

The 102 districts that participate in the Massachusetts Essential School Health
Services (ESHS) program report that blood glucose testing was the most common
procedure school nurses performed, at a rate of 58.5 procedures per 1,000 students each
month®’. Also, the prescription rate for daily insulin administration has risen from 0.6 per
1,000 students in 2003-2004 to 1.3 in 2007-2008 (which is likely to be an underestimate
given that daily administration may not be nurse administered):

Prescription Medication Rate for Scheduled Medication: Insulin
(Prescriptions per 1,000 Students)
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Source: The Essential School Health Services Program Data Report, 2007-
2008. MDPH Bureau of Community Health Access and Promotion, Office of
Statistics and Evaluation, 2009.

Figure 3D-10

Additionally, the prescription medication rate for as needed (PRN) insulin has
risen from 1.2 per 1,000 students in 2003-2004 to 1.6 per 1,000 students in 2007-2008:
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Prescription Medication Rate for As Needed (PRN) Medication:
Insulin (Prescriptions per 1,000 Students)
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Figure 3D-11

Increases in medication could mean that diabetes occurring in youth is becoming
more severe, new school policies have resulted in school nurses being more attentive of
students with diabetes, or that diabetes prevalence is increasing.

Finally, in 2007-2008, MDPH began collecting diabetes data from school health
records. As with pediatric asthma, school nurses and/or administrative staff at public and
private schools in Massachusetts reported data. Counts were by type of diabetes (type 1,
type 2, unknown type) and school only (no other demographic breakdown). Rates were
estimated by community (based on location of school, not residence of child).

Approximately 98% of schools provided data®, and the prevalence of diabetes in
grades K-8 was estimated to be 265 per 100,000 persons. According to data from the
2005-2006 CDC National Health and Nutrition Examination Survey (NHANES), the
roughly equivalent prevalence of diabetes in grades K-8 is 183 per 100,000. Although the
CDC'’s national rate is lower than the Massachusetts rate, differences in the
methodologies used to arrive at these prevalence estimates could account for some of the
difference.

Fetal Alcohol Spectrum Disorders (FASD)

The CYSHCN program has been working with the Bureau of Substance Abuse
Services on fetal alcohol spectrum disorders (FASD). FASD is an umbrella term
describing the range of effects that can occur in an individual who was prenatally
exposed to alcohol. These effects may include physical, mental, behavioral, and/or
learning disabilities with lifelong implications.
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FASD refers to 4 specific conditions: fetal alcohol syndrome (FAS), partial fetal
alcohol syndrome (pFAS), alcohol-related neurodevelopmental disorder (ARND), and
alcohol-related birth defects (ARBD). Data on FASD are limited due to lack of diagnostic
criteria, with only FAS having diagnostic guidelines.

A diagnosis of FAS has three major components: neurologic abnormalities,
distinctive facial features and growth deficiencies. FASD is the leading known, non-
genetic, preventable cause of mental retardation and birth defects, and a leading cause of
learning disabilities. Associated behavioral or cognitive problems may also include
attention deficits, hyperactivity, poor impulse control, and social, language, and memory
deficits. All of these problems contribute to an increase in school failure and trouble with
the law.

ARND and ARBD describe cases in which individuals were prenatally exposed to
alcohol and have some, but not all, signs of FAS. ARND refers to various neurologic
abnormalities, while ARBD describes defects in the skeletal and major organ systems.
Individuals with ARND and ARBD may or may not have distinctive FAS facial features.

The Substance Abuse and Mental Health Services Administration (SAMHSA)
states that*:

e The prevalence of FAS in the U.S. is estimated to be between 0.5 and 2
per 1,000 births

e The prevalence of FAS, ARND, and ARBD combined is at least 10 per
1,000, or 1% of all births

e In Massachusetts, this would translate into 770 infants born with FAS,
ARND, and ARBD each year, based on the number of births (76,969 in
2008)

e Nationally, FASD affects nearly 40,000 newborns each year

e The cost to the nation of FAS alone may be up to $6 billion each year:
0 For one individual with FAS, the lifetime cost has been approximated

at anywhere from 1.4 million to at least $2 million

e FASD affects 1 in 100 infants each year, more than Down syndrome,
cerebral palsy, cystic fibrosis, spina bifida and sudden infant death
syndrome combined

e FASD can affect anyone regardless of ethnicity, income or educational
level

e FAS and FASD are not genetic disorders; women affected by FASD
would have had healthy babies if they did not drink alcohol during their
pregnancy

According to a comprehensive new 2009 study entitled, “Prevalence and
Epidemiologic Characteristics of FASD from Various Research Methods with an
Emphasis on Recent In-School Studies*®,” FASD in populations of younger school
children may be as high as 2-5% in the United States. Such a percentage translates into at
least 80,000 newborns a year with FASD. Furthermore, it suggests as many as 1 to 2
million school children under the age of ten have measurable affects of prenatal alcohol
exposure.

Based on CDC data from the 2008 BRFSS, Massachusetts is in the upper range of
all states in the prevalence of alcohol use among women aged 18-45 years‘u:
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e 63.1% of Massachusetts women aged 18-44 years reported having one or
more drinks during the last 30 days, as compared to the national median of
50.3% (See Figure 3D-12 below)

e 19.5% reported binge drinking, which is 4 or more drinks on any one
occasion during the last 30 days, as compared to the national median of

14.7%
State-Specific Weighted Prevalence Estimate of Alcohol Use Among Women
Aged 18-45 Years (2008)
80.0%
63.1%
60.0% 50.3%
40.0% -
0,
20.0% - 19.5% 14.7%
0.0% . .
Massachusetts Nationwide
O Any Alcohol Use 63.1% 50.3%
B Binge Drinking 19.5% 14.7%
Source: Centers for Disease Control and Prevention, State-Specific Alcohol
Use Estimates, 2009

Figure 3D-12

Based on data from the Massachusetts Pregnancy Risk Assessment Monitoring
System (PRAMS) 2007 Surveillance Report of women*:

e 70.6% of Massachusetts women giving birth in 2007 reported ever having
used alcohol in the past two years

e 61.0% reported using alcohol in the three months prior to becoming
pregnant

e 11.5% reported using alcohol in the last three months of pregnancy while
0.6% reported binge drinking during the last three months of pregnancy

Perinatal and CYSHCN staff are working with the Bureau of Substance Abuse
Services (BSAS) to develop an integrated plan to further understand the extent of the
problem in Massachusetts and to enhance current program activities to address the need.
Additionally, BSAS convened a task force to address the need to improve acute inpatient
detoxification services for pregnant women. The task force developed recommendations
for medical protocols; treatment programming and staff development; and outreach,
marketing and linkages.
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Lead Poisoning

According to the CDC’s State Surveillance Data®, from 1997-2006 there was a
clear decrease in the prevalence of both lead poisoning (blood lead levels [BLL] of 25
mcg/dL or above) and elevated lead levels (EBLL of 20-24 mcg/dL) among
Massachusetts children aged 6 months to 6 years:
e The combined statewide incidence of blood lead levels greater than or
equal to 20 mcg/dL was 2 per 1,000 screened in 1999 (from 3.2 per 1,000
in 1997) and less than 1 per 1,000 screened in 2006**

Confirmed Elevated Blood Lead Levels (EBLLS) as a Percentage
of Children Tested in Massachusetts: 1997-2006
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Figure 3D-13

e The 5-year average rate of confirmed EBLLs as a percentage of children
tested for the period of 2002-2006 was 1.01%

e A disproportionate share of all cases of lead poisoning and elevated lead
levels continues to occur in certain counties (Berkshire, Essex, Hampden,
and Suffolk), as well as certain cities (Chelsea, Lynn, New Bedford, and
Springﬁeld)46

3D.5 Disparities for CYSHCN

Documented disparities in health outcomes and socio-economic status between
youth and young adults with and without disabilities are substantial. BRFSS data indicate
that young adults with disabilities in Massachusetts are significantly less educated, less
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likely to be employed, and more likely to have lower average household incomes than
those without disabilities*’.

Young adults with disabilities were also less likely to report exercise and more
likely to smoke, be obese, report poor quality of life, and physical and mental health than
peers without disabilities. Disparities by disability status hold across race and ethnic
groups nationally, but among Massachusetts residents with disabilities, non-Hispanic
Blacks and Hispanics report significantly lower levels of education, lower incomes, more
health risks, less adequate insurance, and worse health status than Whites*®.

The 2009 MYHS showed elevated smoking, risky weight loss strategies, and
certain other behavioral risks (such as alcohol and marijuana use) among in-school youth
with chronic illnesses and disabilities compared to their peers49. Furthermore, young
adults with disabilities aged 18-24 years were significantly more likely to report 15 or
more days as being sad, blue, or depressed in the past month, 15 or more days of being
worried, tense, and anxious, and 15 or more days of poor mental health as compared to
peers without disabilities™.

Healthy People 2020 specifically made mental wellness among persons with
disabilities a national priority. In Section 6 of HP2020, Disability and Secondary
Conditions, the following objectives are listed:

e DSC HP2020-2: Reduce the proportion of children and adolescents with
disabilities who are reported to be sad, unhappy, or depressed

e DSC HP2020-3: Increase the proportion of adults with disabilities
reporting sufficient emotional support

In addition to improving the mental wellness of persons with disabilities, HP2020
also aims to reduce disparities as they relate to youth with disabilities and their health
care transitioning. One such objective in HP2020, in the Disability and Secondary
Conditions section, aims to do this by increasing the proportion of parents or other
caregivers of youth with disabilities aged 12-17 years who report engaging in transition
planning from pediatric to adult health care.

According to a 2010 report based on analysis of the 2007 NSCH, which compared
measures of health and health care services among children with and without special
health care needs, CYSHCN are especially vulnerable to weaknesses in the health care
system. NSCH data indicate that CYSHCN experienced a wide range of disparities in
physical, dental, emotional, and mental health status in accessing health care and quality
of care, and in family health and activities as compared to children without SHCN. The
following table specifically illustrates some of those findings™:
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Emotional and Mental Health

Children | Children
Overall with without
SHCN SHCN
% % %
NSCH Children with SHCN versus Children (95% CI) | (95% CI) | (95% CI)
without SHCN: Selected Child Health Indicators | Pop. Est. | Pop. Est. | Pop. Est.
Physical and Dental Health
: 88.3 70.6 93.6
iCsIhel)I(cireeilllei%e(:)(i 027 ys(a)tas whose overall health status (86.0 - 90.7)(63.7 - 77.4)|(91.5 - 95.6)
Vely 8 1,264,383 | 230,051 | 1,034,332
: : 79.5 67.0 83.4
g)rhlledrensgg(iil-lgﬁ};enars whose teeth are in excellent (76.7 - 82.3)| (60.2 - 73.9)|(80.5 - 86.3)
Very g 1,072,260 | 214,611 | 857,650
Children aged 1-17 years who had two or more oral 4.6 7.1 3.8
health problems (toothache, decay, etc.) in the past six| (3.2-5.9) | (3.5-10.6) | (2.4-5.1)
months 61,515 22,711 38,804
: . 30.0 33.0 28.8
Cénldrfg adge‘fwlo‘lfngears tw}rlogre Oggelgrht Ohle) |@5:4-346)|(287 - 42.3) (236 - 34.1)
obese (Body Mass Index at or above percentile 199,115 62.314 136.801
Children aged 6-17 years who missed 11 or more 7.7 18.7 3.5
school days due to illness or injury in the past 12 (5.3-10.1) |(11.9-25.5)| (1.7-5.2)
months 74,665 50,460 24,204

Health Insurance Coverage

Children aged 4 months to 5 years whose physical, 34.5 63.2 30.5
behavioral or social development is of concern to their[(29.1 - 40.0){(47.3 - 79.0)|(25.0 - 36.1)
parents 147,159 33,159 114,000
Children aged 6-17 years who often exhibit 5 47_? 0.5 | @ 41_6;'3 5) | 2 54;76 )
problematic social behaviors '77 71 O 4 4 786’ 3 ) 924
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) . . 25.0 40.5 20.4
CC;nle(glel; who currently have public health insurance 21.8-28.3)|(32.9-28.2)|(17.1 - 23.8)
verag 355,984 131,928 224,056
. . . 72.3 58.7 76.3
CCsl\ic:;er; who currently have private health insurance (69.0 - 75.6)|(51.1 - 66.3)|(72.8 - 79.9)

£ 1,028,502 191,080 837,422
Children whose insurance does NOT usually or 18.5 21.0 17.8
always meet their needs, cover needed providers, or  |(16.1 - 20.9)[(15.7 - 26.2)|(15.0 - 20.5)
have reasonable costs 257,346 67,775 189,571
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Children | Children
Overall with without
SHCN SHCN
Children who are currently uninsured or were 57 g4 64
uninsured at some time during the previous 12 months (3.9-7.6) | (0.2-66) | (4.3-86)
82,042 11,179 70,863

Health Care Accessand Quality .

Family Health and Activities

Among children currently living with their mother,

Children who have a Medical Home: continuous, 66.2 54.8 69.5
coordinated, comprehensive, family-centered, and (63.0-69.4)|(47.6 - 62.1)|(66.0 - 73.1)
compassionate health care services 921,553 174,113 747,440
Among children needing care coordination in the past 76.1 65.7 82.5

12 months, those who received effective care (72.4 - 79.9)|(58.3 - 73.0) [(78.6 - 86.5)
coordination (component of Medical Home measure) 518,690 170,160 348,530

. 65.4 535 68.8
mental/emorional health are both excellent orvery |(62:1 - 686)|46.1-609) (653 - 72
ry 888,911 163,843 725,067
good
mental/emotional heaglth are both excellent or ve (65.2 - 71.8)[(53.2 - 69.4)|(66.8 - 74.0)
Yy 780,947 145,236 635,712
good
. o . : 21.7 28.3 19.8
ccihjfer;lelshzimfrlsn i‘r"“ise:‘t’(l)f’;g;vhwh AYOREIRES1(18.8 - 24.6)[ (21.2 - 35.4) | (16.7 - 22.9)
BATCHES, clgars, of pip 308,591 | 91,536 | 217,055
Children whose parents usually or always felt they 6.8 11.9 53
were hard to care for or bothersome, or were angry (54-83) |(81-157)| (3.8-6.9)
with them during the past month 97,815 38,760 59,055
Children age 5 or younger whose parents experienced 38.2 50.7 36.6
either or both childcare problems: multiple last minute |(32.7 - 43.8)|(33.7 - 67.7)((30.7 - 42.4)
changes or childcare-related employment issues 172,571 26,790 145,781

Figure 3D-14

(Shaded estimates do not meet the National Center for Health Statistics standard for reliability or
precision; the Relative Standard Error (RSE) is greater than 30%o)

3D.6 Early and Continuous Screening for Special Health Needs

Massachusetts’ goal is to assure children in the state receive early and continuous
screening and referral to appropriate comprehensive, coordinated intervention services
that are family-centered, community-based, and culturally appropriate. Massachusetts is a
leader among states in the provision of universal screening of newborns for hearing and
metabolic conditions. Since the inception of these two programs, nearly all infants are
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screened in their first few days of life, giving providers the best opportunity for early
intervention.

The MDPH Bureau of Family Health and Nutrition (BFHN) was a major
participant in the implementation of the Rosie D. class action suit during 2009. The Rosie
D. Decision, issued January 26, 2006, found the Commonwealth violated the Early and
Periodic Screening, Diagnosis and Treatment (EPSDT) mandate of the federal Medicaid
Act by failing to provide needed and timely services to children. As a result, the
implementation of the suit has been integrated into a broader Children's Behavioral
Health Initiative (CBHI). The Massachusetts Early Childhood Comprehensive Systems
Project (MECCS) continues to support CBHI in its implementation of behavioral health
screening. MECCS developed toolkits for clinicians and others about behavioral health
screening and disseminated the toolkits to various MECCS networks, such as the Healthy
Child Care Consultants. The MECCS Director has participated in discussions with CBHI
and MassHealth staff about the use of maternal depression screening tools during the
early infant well child visits, as recommended by the Mass Chapter of the AAP’s
Children’s Mental Health Task Force.

Newborn “Dried Blood Spot” Screening

MPDH focuses on newborn screening of “dried blood spots” for metabolic
conditions. By state law in 2008, all infants except those whose parents have religious
objections were screened for 10 core metabolic conditions and, with parental consent, for
cystic fibrosis and 19 additional metabolic conditions. The statewide Newborn Screening
Program is administered through the New England Newborn Screening Program
(NENSP) at the University of Massachusetts Medical School. Hospitals submit to the
NENSP a tiny “dried blood spot” from every newborn:

e In 2008, of the estimated 77,338 Massachusetts newborns, 77,338 were
screened for the ten core conditions

e 76,927 were enrolled in screening for cystic fibrosis and 76,941 were
screened for 19 additional metabolic conditions, respectively

e A total of 120 infants were diagnosed with one of the core conditions, 15
with cystic fibrosis, and 24 with one of the other metabolic conditions

Specifically, newborn screening for cystic fibrosis has been universally available
in Massachusetts since February 1999. In a 2008 study, there was a reported decrease in
the number of neonates with cystic fibrosis in Massachusetts who were identified by
means of newborn screening for cystic fibrosis during the period from 2003 to 2006. In
addition, a significant decrease was seen in the number of infants with the genotype most
typically associated with severe cystic fibrosis, AF508/AF508°2.

Effective 2009, Massachusetts State Law 105 CMR 270.000 Blood Screening of
Newborns for Treatable Diseases and Disorders was amended to mandate screening
infants for thirty conditions. Families are offered six additional pilot screenings for their
infants, and this provides the benefit of screening for a total of thirty-six conditions in
MA. Severe Combined Immunodeficiency is one of the pilot conditions, and the New
England Newborn Screening Program developed a new assay to screen for this condition.
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There are also 22 by-product conditions that may be identified for disorders
screened in the mandatory panel, and there are 3 additional by-product conditions that
may be identified through the pilot study. Carrier status of any of the conditions/by-
products may also be identified through screening. The New England Newborn Screening
Program is dedicated to ensuring infants are screened, promptly diagnosed, and
connected to appropriate follow-up clinical services at diagnosis. In addition, they are
also performing long-term follow-up to better understand the conditions that the state is
screening for and to ensure infants and children are receiving appropriate services.

Newborn Hearing Screening

Massachusetts State Law, Chapter 243 of the Acts of 1998, An Act Providing for
Hearing Screening of Newborns, is one of the most comprehensive newborn hearing
screening laws in the nation. Infant hearing screenings have been universally performed
since passage of the statute at birthing facilities prior to discharge. The DPH Universal
Newborn Hearing Screening Program established guidelines and regulations for the
program in collaboration with a multi-representative Advisory Committee that has met
regularly for twelve years.

The DPH Universal Newborn Hearing Screening Program is responsible for
approving birth facility hearing screening protocols and audiological follow-up centers
that serve families with infants referred from newborn hearing screening. Birth facilities
are required to communicate the results of the screenings to families and medical homes
and make follow-up audiological appointments for all infants that fail the screen at DPH
approved centers. In addition, the program seeks to meet/exceed the expectations put
forth in the Healthy People 2010 Standard 28-11: (Developmental) Increase the
proportion of newborns who are screened for hearing loss by age one month, have
audiological evaluation by age three months, and are enrolled in appropriate intervention
by six months.

Massachusetts submitted 2008 newborn hearing screening data to CDC indicating
that 99.5% of the >77,500 infants born in Massachusetts were screened for hearing loss,
with 1,405 (1.8%) failing the screening and requiring follow-up audiological testing.
Systems are established, including outreach to identified families and parent-to- parent
support, to ensure infants and their families receive appropriate services. The program
focuses on guaranteeing infants and their families do not become “lost to follow-up”.
Massachusetts documented in 2008 that 95.8% of infants that failed a hearing screening
received appropriate audiological services. Additional information included:

e Ofthe 1,405 infants who failed the screen, 1,055 (75.1%) had normal
hearing and 202 (14.4%) were diagnosed with permanent hearing loss

o 148 (10.6%) infants that did not have a confirmed diagnosis, 56 (4%) had
audiological testing and final diagnosis was pending, 8 (0.6%) died, 10
(0.7%) parents declined, 15 (1.1%) were out of jurisdiction, and 59 (4.2%)
were lost to follow-up

e Of the 202 infants with permanent hearing loss, 155 (76.7%) were
enrolled in the state EI Program
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o Ofthe 47 (23.3%) infants that did not receive services through EI, 2
(1.0%) died, 4 (2.0%) parents declined services, 1 (0.5%) was out of
jurisdiction, and 40 (19.8%) were lost to follow-up.

Program staff also participated in numerous national workgroups, including a
National Initiative for Children’s Healthcare Quality Learning Collaborative sponsored
by MCHB. Massachusetts focused on high risk infants that were at greater risk of missing
a hearing screening. Staff, working in concert with medical providers, learned and used
“small tests of change theory” to reduce the number of missed hearing screens for infants
that were transferred to another facility (including infants who were in a neonatal
intensive care unit). Summary findings included: 1) infants in the NICU who were
generally not medically eligible for hearing screening were screened later, and 2) infants
were often screened and documentation of the screen was missing.

From 2007-2008, quality improvement was also demonstrated through data
collected in the Massachusetts Childhood Hearing Data System; the number of missed
hearing screens in the NICU/transfer population was reduced from 648 to 380, which
represents a decrease in missed hearing screens in this population by 41.4%. Finally, staff
presented pertinent data at national conferences, conducted studies, and published articles
on family satisfaction®, lost to follow-up>*, and developing a strong Early Hearing

Detection and Intervention ProgramSS.

The Pregnancy to Early Life Longitudinal (PELL) Linkage and Early Intervention
(El) Referral

The PELL data system has linked birth certificates, fetal death reports, birth-
related hospital discharge data and other data on both mothers and infants in
Massachusetts starting in 1998. To evaluate referral of children to EI, the population-
based PELL data and EI program data have been linked.

Using the most up-to-date 2008 PELL population-based data, Massachusetts
infants born weighing <1,200 grams were analyzed to identify maternal and birth
characteristics that predicted EI referral and evaluation®®:

e El referral and evaluation were more likely among:

O Infants of white mothers

Multiple-birth infants
Infants whose mothers had private insurance
Infants of mothers who were college educated
Infants of mothers who spoke English and were native-born
Pre-term infants
e Conversely, EI referral and evaluation were less likely among:
Infants of black non-Hispanic mothers
Infants of mothers who didn’t graduate from high school
Infants of mothers who weren’t married
Infants of mothers without private insurance

O O0OO0O0O0

@]

(elNelNe]

In Massachusetts, most infants born <1,200 grams are referred to EI, but
disparities clearly exist. Analysis of linked population-based health and developmental
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services can inform programs to reduce disparities and improve access for all high-risk
infants.

To gain insight into the preterm birth-associated cost of EI services by gestational
age and plurality, a 2007 Massachusetts study used the PELL data system to link birth
certificates for infants who were born in Massachusetts between July 1999 and June 2000
with EI claims through 2003°". Total program costs, in 2003 dollars, of EI services and
mean cost per surviving infant by gestational age were then determined:

e Overall, 14,033 of 76,901 surviving infants received EI services

e Program costs totaled $66 million, with a mean cost per surviving infant
of $857

e Mean cost per infant was highest for children who were 24 to 31 weeks
gestational age ($5,393), and over twice as high for those born at 32 to 36
weeks ($1,578), when compared with those who were born at term ($725)

e Among children in EI, the mean cost per child was higher for preterm
infants than for term infants

e At each gestational age, the mean cost per surviving infant was higher for
multiples than for singletons

Compared with their term counterparts, preterm infants incurred higher EI costs.
This information, along with data on birth trends, has been used to inform budget
forecasting for EI programs. Costs that are associated with early childhood
developmental services must be included when considering the long-term costs of pre-
maturity.

3D.7 Family Partnership & Satisfaction

Parent/professional partnership based on mutual trust, respect and cooperation is
important for progress on all six MCHB outcomes. Systems of care for CYSHCN and
their families are most effective when characterized by collaboration and cultural
competence. Research and anecdotal information confirm that empowering families to
participate as decision-makers at all levels — about their own children's care, at the service
delivery level, at the planning and policy making levels, and in evaluation — enriches
systems of care.

Partnership about Own Child’s Services

More than half (57.1%) of Massachusetts parents reported on the 2005-2006 NS-
CSHCN that they partner in decision-making about their own child’s health care and
were satisfied with the services received (compared with the national average of 57.4%).
However, for MassHealth recipients, the figure drops to 55.6%. The percentage was
lowest (38%) for families who were uninsured, as the following table illustrates®®:
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CYSHCN Whose Families are Partners in Decision-Making and

are Satisfied with Services: Massachusetts, 2005-2006

60.0% | 57.1% 55.6%

40.0% -

20.0% -

0.0% - '
Overall Uninsured MassHealth
B CYSHCN whose 57.1% 38.0% 55.60%
families are partners in
decision-making and
are satisfied with
services
Figure 3D-15

Among the 500-plus families with CYSHCN surveyed in the 2005-2006 MassHealth
Managed Care Member Surveysg, 76% reported that their child’s health providers always
explained and showed respect for what they said. In addition, 73% reported that their
child’s health providers always listened carefully to their concerns. However, only 58%
reported that they felt that their child’s providers spent enough time with them. The
survey also demonstrated that Massachusetts families with CYSHCN, as compared to
families without CYSHCN, were slightly less likely to report that:

Health providers always listened carefully to families’ concerns (73% for
families with CYSHCN as compared to 78% for families without
CYSHCN)

Health providers always showed respect for what families say (76% for
families with CYSHCN as compared to 78% for families without
CYSHCN)

Health providers always explained things to the child (67% for families
with CYSHCN as compared to 70% for families without CYSHCN)
They had no problem getting a personal doctor or nurse (84% for families
with CYSHCN as compared to 89% for families without CYSHCN)
They had no problem seeing a specialist (68% for families with CYSHCN
as compared to 70% for families without CYSHCN)

They had no problem getting care, tests, and treatment (72% for families
with CYSHCN as compared to 79% for families without CYSHCN)

A 2009 national study aimed to identify factors associated with family—provider
partnership and to determine the association between partnership and other outcome
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measures for CYSHCN®. Using data from the 2005-2006 NS-CSHCN, the researchers
of this study found that parents of children who were White, non-Hispanic, aged < 12
years, residing in households with incomes above 400% of the federal poverty level, and
with a usual source of care, were more likely to report feeling they were a part of a
family—provider partnership.

The study also found that family—provider partnership was significantly
associated with adequate insurance, early and continual screening, organized health care
services, and transition preparedness. Finally, family—provider partnership was also
shown to be associated with 20% fewer emergency department visits and 9% fewer
school days missed, which could have had spillover effects, such as reduced ED costs and
increasing educational outcomes. This study suggests that policies aimed at promoting
family—provider partnership could increase health outcomes for CYSHCN, especially in
the area of a family’s readiness for transition.

Two of the focus groups conducted by MDPH as part of the needs assessment
process explored issues and needs related to being the parent of a CYSHCN. In these
focus groups, some parents described issues regarding their relationship with their
primary care provider (PCP). Families discussed incidents during which they felt their
PCP had discounted their concerns or were not able to answer their questions. This was
particularly true for pediatricians and family practitioners who had never or seldom
encountered the child’s relatively rare disorder in their practices. According to the
parents, some physicians were uncomfortable informing the parents of the diagnoses, and
had little to offer in response to questions regarding a diagnosis or community-based
services for such a condition. Parents thought physicians needed substantial training in
delivering such information, better communication and listening skills, and expanded
learning on how to partner with parents when the physicians were not themselves
“experts.”

On the other hand, parents reported that some physicians fully extended
themselves to learn about the condition and welcomed information parents collected from
parent support groups, from specialists to whom they were referred, or by searching the
Internet. With these physicians, families felt as though they had an expert partner in their
search to understand how to manage their child’s condition.

In addition to the focus groups, MDPH’s BFHN also created a survey for families
of CYSHCN aged birth through 24 years living in Massachusetts. The purpose of the
survey was to solicit advice from these families to improve services and supports for
CYSHCN and their families. (Note — please see 3D. 14 Stakeholder Involvement for
more information about the survey).

The majority of families of CYSHCN (69%) felt that the services their child
received from their PCP usually or always met their child’s/family’s specific needs. But,
of 20 families of CYSHCN whose PCP did not speak their native language, 55% of those
families said that interpreter services were never available. It is important to note,
however, that the survey did not ask if interpreter services were needed; parents could
have been bilingual, and in turn didn’t feel the need to ask for such services.

Partnership at Systems and Policy Levels
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In December 2008, MDPH and the Massachusetts Consortium of CYSHCN co-
hosted an invitational meeting to solicit ideas and guidance about priorities regarding
CYSHCN and their families, and about where DPH and the Massachusetts Consortium
for CYSHCN could most effectively focus their efforts®. The meeting included
approximately two dozen stakeholders in leadership positions across various systems of
care. One of the specific priorities mentioned regarding CYSHCN and their families was
family support programs, such as respite care. Stakeholders commented that the need for
such programs and care was vast and growing for a number of reasons:

1. Families are primary providers of care. In times of economic crisis, much
more responsibility will be shifted to families

2. There is a need to improve the health literacy of families (provide
education on policy, financing, programs, etc.)

3. Family support has to be a priority, not just in terms of families’ roles, but
in that families define the needs

4. Families are looking for coordination between health care and educational
settings

5. There is an urgent need for flexible family supports. Some families are
approved for home nursing but can’t find nurses. This is not only a respite
i1ssue but an issue of infrastructure, and this issue blocks some children
from going into long-term care

3D.8 Medical Home

A medical home is defined by the American Academy of Pediatrics (AAP) as a
system of care that is accessible, continuous, comprehensive, family-centered,
coordinated, compassionate, and culturally effective. It is an approach to providing health
care services where families and physicians work together to identify and access all of the
medical and non-medical services needed to help children and their families reach their
maximum potential. The medical home is also where families are recognized as the
principal caregivers and the center of strength and support for their children. The
Massachusetts Medical Society, the Massachusetts Chapter of the AAP, and the
Massachusetts Academy of Family Physicians have formally endorsed the principles of
the Medical Home Policy Statements of the AAP.

According to the 2007 National Survey of Children's Health (NSCH), the
prevalence of ALL Massachusetts children ages 0-17 who have a medical home in
Massachusetts is 66.2%, compared to 57.5% nationally®®. In addition, it appears that the
prevalence of having a medical home in Massachusetts is dependant on CSHCN status, as
CSHCN have a lower rate of having a medical home as compared to children without
special health care needs (54.8% as compared to 69.5%).

Several important aspects of the medical home arise in the NS-CSHCN:

e The prevalence of systems of care meeting the criteria for being a medical
home can still be improved, since only 47.1% do so nationally and 45.7%
do so in Massachusetts

e In Massachusetts, most families report that their child has a usual source
for both sick and well care (94.4%) and a personal doctor or nurse (96.4%)
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e 86.1% have “no problem” with referrals (including 92.2% of publicly-
insured recipients)

o 68.8% received family-centered care (62.9% of publicly-insured received
family-centered care)

e Ofall children who needed care coordination, only 55% received
coordinated care (compared with the national average of 59.2% and
publicly-insured recipients’ children in Massachusetts, 60.9%)

e The prevalence of a medical home differed by race/ethnicity of the child,
as children who were Hispanic or Black, non-Hispanic were less likely to
have a medical home than those children who were White, non-Hispanic

Prevalence of a Medical Home in Massachusetts: By Race/Ethnicity of
Child: 2005-2006
60.0%
52.8%
49.9%
50.0% - 47.3%
43.9%
38.7%
40.0% - 35 204 36.6%
32.2%
30.0% |
20.0% : .
Hispanic White, Non- | Black, Non- Multi-
P Hispanic Hispanic |Racial/Other
O Massachusetts 35.2% 47.3% 38.7% 49.9%
B Nationwide 32.2% 52.8% 36.6% 43.9%
Source: The National Survey of Children with Special Health
Care Needs Chartbook 2005-2006

Figure 3D-16

MDPH’s BFHN also created a survey for families of CYSHCN aged birth
through 24 years living in Massachusetts. Almost two-thirds of respondents were not
familiar with the medical home concept. After reading the definition of medical home,
50% of respondents felt that their child did not receive care that met this definition. Only
about half of respondents felt that their child’s PCP assisted them with health-related
school issues. Finally, only about half of respondents felt that their child’s PCP and
specialists communicated and coordinated with each other regarding their child’s care.

3D.9 Adequate Insurance
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Based on the 2005-2006 NS-CSHCN, 63.1% of families of Massachusetts
CYSHCN have adequate private and/or public insurance to pay for the services they
need, compared to 62% nationally. In addition:

e All but about 1.2% of Massachusetts CYSHCN have insurance, with about
21.6% of CYSHCN publicly-insured, and 7.6% of CYSHCN on some
combination of public and private insurance

e 5.2% of Massachusetts CYSHCN reported being uninsured at some point
in the previous year (compared to 8.8% nationally), and 1.2% of
Massachusetts CYSHCN reported being uninsured at the time of the
survey (compared to 3.5% nationally)

e Because insurance is not always adequate, this objective was met for only
67.3% of respondents

e About 90.7% of respondents reported their children’s coverage allows for
care by the needed providers (86.7% for publicly-insured children)

o 87.4% of respondents said the coverage usually or always met their needs
(87.3% for publicly-insured)

e 69.9% believed costs not covered were reasonable (68.9% for publicly-
insured)

Applications to the state’s Catastrophic Illness in Children Relief Fund (CICRF)
also suggest that, while most CYSHCN are insured, coverage does not meet many
families’ needs. The CICRF was established by the state legislature in July 2000 to assist
families facing extraordinary medical and medically-related expenses that are not covered
by any private or g)ublic insurer or other funding source. From the Fund’s inception
through FY 2008 3 it has provided $9.9 million in reimbursements to the families of 766
children with catastrophic illnesses, from a variety of backgrounds. Massachusetts
families with children aged < 22 years, whose medical and related expenses for one child
exceed 10% of the first $100,000 plus 15% thereafter of the family’s annual income, are
eligible to apply for assistance from the CICRF.

During FY 2006-2008, 456 families received a total of $4.3 million in
reimbursements: 187 families received a total of $1.4 million in reimbursements in FY06;
139 families, $1.2 million in FY07; and 211 families, $1.7 million in FY08.
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CICRF Funding: FY 2006-2008 (in millions)

$2.0

$1.8 - $1.7 million
$1.6 -

$1.4 million
$1.4
$1.2 million
$1.0 - ~ -
2006 (187 families) | 2007 (139 families) | 2008 (211 families)
B CICRF Funding $1.4 $1.2 $1.7

Source: CICRF Annual Report, FY2006-2008

Figure 3D-17

The number of applications to the Fund has grown substantially each year, with
187 applications submitted in FY06, 242 in FY07, and 330 in FY08. The children who
have been assisted by the CICRF have a variety of different diagnoses, typically come
from low-income families, and almost all have some form of health insurance coverage.
Most notably, during FY06-08, approximately 60% of the families who received
assistance had annual incomes of less than 200% of the federal poverty level ($42,000 for
a family of 4 in 2008), and approximately 43% of the children who were helped were
aged <5 years.

The CICREF supports a wide variety of services, including medical equipment,
medical services, hospital/physician services, medications, family support, and
home/vehicle modifications that enable children to remain at home and be a part of their
communities. In addition to providing financial assistance to families, the Fund provides
families with information, referrals and technical assistance related to accessing
additional financial or other supports.

In February 2006, a celebration of the first 5 years of the Fund was held at the
State House. A number of families assisted by the Fund attended the event and attested to
the benefits. Beginning in FY07, legislation expanded age eligibility for the Fund from
18 to 21 years. Finally, in FY08, the Fund underwent an independent state audit, which
found Fund expenditures to be appropriate, reasonable and in compliance with applicable
laws, rules and regulations.

3D.10 Community Services Organized for Ease of Use

One of the many difficulties that families of CYSHCN sometimes face is
navigating the health care system to find the services their children need. Oftentimes
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services are fragmented and funded through a diverse set of programs, each with its own
eligibility rules, or services may just simply be unknown to families. Recognizing these
challenges, one of the MCHB core outcomes for CYSHCN relates to the ease of use of
community services. Community services can be described as a “...system of services for
CYSHCN (which are) a family-centered coordinated network of community-based
services designed to promote the healthy development and well-being of children and
their families®*.”

According to the 2005-2006 NS-CSHCN, 87.6% of Massachusetts families found
community services organized for ease of use; families of publicly-insured children
reported the same percentage. Although this is a relatively high percentage, it’s lower
than the national percentage (89.1%). Despite a high percentage of families reporting that
community services are organized for ease of use, CYSHCN and their families in focus
groups noted several areas where community services could be improved.

During focus groups, families stated that their PCP does not always provide them
with enough information about community services. This could be for a number of
reasons: PCP’s lack of available time with patients, a lack of knowledge about what
community-based services are in the community, or families neglecting to ask their PCP
about what services actually exist for their child in the community.

Additionally, families were surprised to hear of the availability of resources they
were not familiar with that were used by other families. Families also noted that some of
the most important information they had gathered came through friends, neighbors, other
families with CYSHCN, on the Internet or television. Furthermore, many considered it
hard to find information they needed. A few also said that there was typically little
coordination between agencies regarding their child’s care. Finally, transportation was
often voiced as a concern.

Results from the BFHN’s survey for families of CYSHCN aged birth through 24
years living in Massachusetts reinforced many of these points:

e Families of CYSHCN got information about community-based services
from a variety of different resources, but mostly received info about
community-based services from other families, friends, and family
members (65.5%); case managers/case workers (33.6%); and the media
(33.3%)

e Slightly over 50% of families of CYSHCN found it not easy or very
difficult to access community-based services for their child, as compared
to only about 15% who found it easy or very easy

e Families of CYSHCN cited the following as the three biggest obstacles to
accessing community-based services: lack of knowledge about what
services are available (39%); cost (32.7%); and the lack of appropriate
services in their community (32.4%)

e The lack of knowledge among families of CYSHCN about community-
based services may stem in part from their PCP’s lack of providing
information about community-based services; almost 70% of families
stated their child’s PCP rarely or never offered information regarding
community-based services
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0 However, about 70% of families felt that the services their child
receives from their PCP usually or always met their child’s/family’s
specific needs

e Although 10-15% of families received DPH services from the EI and/or

Family TIES programs in the past 12 months, the majority of families

(62.7%) did not receive any DPH services in the last 12 months

0 Those that did receive DPH services mostly learned about them from
other families, friends, and family members (17%); health care
providers (13.5%); and a combination of other agencies/programs
(16.7%)

Given that almost two-thirds of families of CYSHCN did not receive any DPH
services in the last 12 months, it is evident that MDPH must do more to promote their
programs and services within all communities.

The Family TIES program provides a toll-free line for families to obtain
information about community-based services. Over 2,000 individual calls are received
yearly. Among the most frequent issues are requests for information about Early
Intervention; what to expect and where to go to access services; connections to parent
support groups; ways to build community and make community resources more
accessible and welcoming; information about navigating the health care system to ensure
that children receive the services and supports they require; and information about
opportunities to serve in advisory capacities on task forces or other committees as a way
to have input into how services are developed and implemented.

MDPH’s BFHN offers a number of programs providing services to individuals
with disabilities and their families. Following the passage of state law (Chapter 171) to
provide support to individuals with disabilities and their families, BFHN actively
examined existing programs to assess their level of meaningful family involvement.
Family/consumer input was sought to identify ideas about how programs and services
could become more responsive and provide more flexible supports.

When talking with families to help inform Chapter 171 Family Support Plans,
families reported struggling to get the most current information about supports and
resources. Families were frustrated by the many different eligibility criteria from agencies
and organizations. Families repeatedly discussed the need for more collaborative work
among departments and organizations across the state to figure out a single point of entry
for families into state services, and to improve community access. Families stated that
they wanted access to core public health services and programs that are available to
children and/or families who do not have special health needs, such as nutrition, physical
activity, healthy sexuality, etc. Finally, families stressed the critical need for support
around transitions, as well as significant life and health events.

The following table provides a concise summary of needs, expressed by families
with CYSHCN, regarding community services®:
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MDPH CYSHCN Annual Family Support Plan, 2010

Needs expressed by
families for which DPH
has primary
responsibility

Needs expressed by
families outside DPH
jurisdiction
& resources

Needs expressed by
families for which
multiple agencies

are responsible

Strategies to facilitate

Behavior supports including

communication between ABA and biomedical
primary and specialty health | therapies for children aged
care providers > 3 years

Respite care

Access to information and
short-term care coordination
when needed

Speech, occupational and
physical therapies for
children on the autism
spectrum beyond that

provided by health
insurance and schools

Education for health care
providers about low
incidence disabilities and
other health issues of
CYSHCN

Info for PCPs about DPH | Funding for and connection | Independent living skills,
resources specific to to educational advocates health care self-
CYSHCN management
Inclusion of the needs of Expanded mental health Support for transition from
CYSHCN into core public resources pediatric to adult health care
health programs system

Support for the purchase of
hearing aids and cochlear

MCAS support

Support for alternative and
complementary therapies

implants such as massage therapy
Oral health resources for Therapeutic after-school | Easier access to/funding for
CYSHCN programming Durable Medical Equipment
Community recreational Planning for long-term care
opportunities needs of CYSHCN
Food stamps and housing Expanded insurance
support coverage for specialized
services
Family Counseling Turning 22 supports for
youth with complex
medical needs
Availability of PCAs
Figure 3D-18

3D.11 Oral Health

Oral health care continues to be a critical need and access problem for the special
needs population due to a lack of dental providers with expertise to treat them, the effect
of medications on their oral health, and physical and behavioral issues that affect their
home care and/or dental treatment. According to the NS-CSHCN, accessing routine
preventive dental care was the number one unmet health need of this child population.
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Massachusetts is unique in that it has eight specialized dental clinics located
throughout the state providing comprehensive dental care to residents across the lifespan
who have an intellectual disability and/or who are developmentally disabled®.

The Tufts Dental Facilities Serving Persons with Special Needs (TDF) has been
providing these services since 1976 as part of a class action suit that sought to improve
the medical and dental services for special needs residents who lived in state facilities.
More than 21,000 dental patient visits were provided to the most vulnerable residents in
Massachusetts in FY 2008 by TDF®’.

MDPH has 4 public health hospital dental clinics which provide comprehensive
dental care to both chronically ill inpatient and outpatient high-risk residents. A 2007 oral
health assessment of child inpatients at the 4 hospitals showed that®®:

e 71% of the children screened had a functional disability

e 66% of the children had dental sealants on their six-year molars and 48%
had sealants on their twelve-year molars

e 61% of the children had a history of dental decay

3D.12 Pediatric End of Life Care

Currently MDPH contracts with 11 hospice organizations with specific expertise
in pediatric end of life care to participate in its Pediatric Palliative Care Network (PPCN).
While staffing and financial barriers continue to impede efforts to further the skills of
hospice providers to meet the needs of dying children, Massachusetts has made additional
efforts to address the end-of-life needs of children.

Catastrophic Illness in Children Relief Fund (CICRF) is a key resource for
providing limited financial assistance to families with children who have medical needs
beyond what is covered by their health insurance plan. Specifically, the CICRF plays an
important role in providing financial assistance for a range of services that could reduce
suffering and improve the quality of a child’s and family’s life [See 3D.8: Adequate
Insurance for more information] 69

3D.13 Youth Transition

The 2008 Massachusetts BRFSS estimates that 16.6% of Massachusetts adults
aged 18-24 years have a disability, which is a weighted frequency of 91,454
Massachusetts adults aged 18-24 years that have a disability70.

Compared with other NS-CSHCN-measured outcomes, youth transition stands
out as a deficit, and it has been chosen as an MCH priority need in Massachusetts.
Successful transition is also related to each of the other MCH outcomes. For example,
adequate public and/or private health insurance as CYSHCN get older and enter
adulthood may become an issue.

At 8%, rates of un-insurance by age are highest among Massachusetts young
adults aged 19 to 25 years, with and without SHCN. Training, information and referral
are needed for 18 year-olds to apply to SSI. SSI Work Incentives help SSI recipients
obtain or retain public health insurance coverage while working, yet they are not widely
known or understood. Furthermore, many young adults have difficulty transitioning from
pediatric to adult health care.
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To positively impact transitioning to adulthood, health professionals can help
YSHCN understand how their health conditions or disabilities affect employment or post-
secondary education, identify accommodations, and facilitate development of
communication skills needed to obtain accommodations. They can also teach primary and
secondary prevention strategies to promote optimal health and social participation. These
health professionals can encourage discussion with YSHCN about their future transition
from pediatric to adult health care providers.

According to the NS-CSHCN, there were deficits in meeting the core
performance outcome for transition, and disparities in achieving other transition
outcomes. Specifically, of Massachusetts CYSHCN*:

e Most (80.2%) respondents said that providers usually or always encourage
their child to take responsibility for his or her health (compared to 78%
nationally)

e 46.6% met the core performance outcome for transition (compared to
41.2% nationally)

e 33.3% needed but had not talked to their provider about maintaining
insurance coverage as he/she enters adulthood (compared to 42%
nationally)

e 20.2% needed but had not talked to their provider about his or her health
care needs as he/she becomes an adult (compared to 28.2% nationally)

e 16.2% needed but had not discussed with their health provider about
shifting care to an adult health provider (compared to 16.6% nationally)

e Disparities by race/ethnicity, income, and language persist; being of non-
Hispanic, Black or Hispanic race/ethnicity, having a lower income level,
not speaking English, and not having a medical home reduced the odds of
meeting the transition core outcome

The insufficiency and fragmentation of transition-related initiatives has been
noted by experts and families alike. Even when provided federal entitlements, not all
families receive the help needed. In Massachusetts, for young persons with severe
disabilities still in need of services, Chapter 688 - often referred to as the state’s “Turning
22 Law” - serves as a bridge from educational services to adult human services programs.

The Turning 22 Law provides a two-year transitional process for those young
adults who will lose their entitlement to special education upon graduation or are
reaching the age of 22 years. The law creates a single point of entry into the adult human
services system through an Individual Transition Plan (ITP) developed for every person
with a severe disability who is found eligible. Services are, however, subject to
appropriation. Many families report difficulties because of lack of funding and also with
determination of the responsible lead agency. Many YSHCN have needs that, while
significant, do not meet the criteria for a state agency. Youth transition needs vary by
individual. Substantial challenges exist for youth with extremely complex conditions.
Young adults who require fewer or periodic supports to maximize their autonomy are
much less likely to receive state agency supports. As a result, each youth requires an
individual assessment and plan.
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Massachusetts Consortium of CYSHCN

In the Consortium’s final report, a specific priority mentioned regarding
CYSHCN and their families was support for transitions to adulthood. Stakeholders
recommended that MDPH "%

1. Increase community-based adult health care provider capacity to deliver
appropriate primary care to young adults with special health care needs

2. Strengthen the capacity of care coordinators, case managers, and other
family support personnel in public and community-based agencies,
hospitals, doctors’ offices, insurance plans, and schools to counsel and
support youth and families during the transition into the adult service
system

3. Strengthen the capacity of school systems to respond to the transition
needs of youth with special health care needs

4. Provide counseling to families and youth on identifying and accessing
transition resources and supports available across the system of care for
youth with special health care needs.

MDPH incorporated recommendations from the Consortium’s final report in its
decision-making process. Their final report, as well as other meetings of the
Consortium, brainstorming with internal staff, and discussions with external
stakeholders, led to transitions being a CYSHCN specific priority (which is further
discussed in section 5). This is in addition to the cross-population and general child and
adolescent priorities, which are inclusive of CYSHCN.

3D.14 Stakeholder Involvement

During 2009-2010, MDPH conducted a number of internal key informant
interviews with experts at MDPH, as well as external interviews with stakeholders in the
community, to inform the Needs Assessment and help support decision making. These
key informant interviews helped to assess the needs of target populations - such as
CYSHCN - through the use of data and broad input from stakeholders, and also helped to
examine Massachusetts' strengths and capacity to address identified needs. Input came
from parents, families, individuals, local service providers, medical providers, state-level
agencies, academics, insurers, advocacy groups and other professionals.

Also, during late 2009 into early 2010, three focus groups were conducted — two
with parents of CYSHCN and one with YSHCN — to better inform MDPH’s priorities
and goals for CYSHCN over the next five years. Finally, MDPH’s BFHN created a
survey for families of CYSHCN ages birth through 24 living in Massachusetts. This
survey was created, developed, tested, and analyzed specifically for the Needs
Assessment.

Key Informant Interviews

Internal interviews with MDPH staff regarding priorities for CYSHCN resulted in
a number of perspectives. Staff commented that one priority across all populations, but
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specifically important for CYSHCN, was mental health. It was stated that MDPH needed
to be aware of this topic - along with social isolation, nutrition, healthy weight,
recreational activities, sexual education, etc. — and had to work with internal and external
partners to make sure that CYSHCN were included in planning and program
development. They stated this was especially true because disparities between children
with and without special health care needs are substantial.

Internal staff commented on the need for MDPH to achieve better coordination
and collaboration with other Massachusetts state agencies, so that the agencies and
organizations could share data and determine which population groups are utilizing
programs. Specifically, data collection was said to be a problem in some of the early
childhood programs and within the Department as well. Achieving better coordination,
along with better infrastructure for data collection, could improve CYSHCN outcomes.

In conjunction with the need for better coordination and data infrastructure, staff
commented that marketing efforts need to be a priority regarding this population, as there
are people who are not aware of MDPH’s programs and activities. Staff suggested that
the Department needs to improve outreach regarding the CYSHCN Program and services.
Given MDPH’s focus on multicultural communities, more effort must be made to meet
the geographic, cultural, linguistic and other needs of diverse families and provide them
with the information and services they need. Finally, staff commented on the need to take
advantage of new technology - such as Facebook, Twitter, and other social networking
sites - to engage with families in the community.

Another specific priority that emerged in the majority of interviews with MDPH
staff was youth transition. Staff pointed out the need for the Department to do more to
prepare CYSHCN for their lives beyond school, such as gaining employment and
housing arrangements. The lack of available adult primary care providers was a concern.
Staff commented that the Department needed to do more to help improve self-
management and functionality in CYSHCN, whether it was regarding medication
adherence or simply knowing their health provider’s name and number. Finally, staff
commented on the need for MDPH to work more collaboratively with providers and
schools in the community regarding transition issues, as gaps still remain in regards to the
communication between providers and schools.

External interviews with experts and stakeholders were conducted regarding
CYSHCN. Experts mentioned that transition issues will continue to remain a priority in
Massachusetts for the next five years. Stakeholders felt that these issues were a result of
CYSHCN being inadequately prepared to deal with healthy weight and nutrition, physical
activity, healthy sexuality, and other issues. As a result, stakeholders thought that a focus
on developing transition teams would help CYSCHN, specifically through care
coordinators. In addition, they also felt that preparation for vocational training and other
alternatives to college for CYSHCN were needed.

Stakeholders emphasized the need for a holistic, inter-disciplinary, life-course
perspective, emphasizing care coordination and collaboration as a means to improve
transitional issues and other issues among CYSHCN. Experts specifically felt that care
coordination had to be better at certain critical ages: 3, 5, and 22 years. Because families
need extensive help to navigate through the health care system, stakeholders stressed the
importance of developing and funding non-provider positions like care coordinators and
patient navigators. They commented that care coordination should not completely be the
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responsibility of PCPs, NPs, PAs, etc., as evidence suggests this is not the best use of
their time. Instead, by developing and paying non-physician providers to help with care
coordination, experts stated, the quality gap can be narrowed and efficiency of care can
be enhanced.

Stakeholders discussed the importance of funding improvements in data system
infrastructure. Specifically, they stated that an information portal would be helpful for
families to access, similar to what other states have, as a “one-stop-shop” of resources,
given that there is no one single point of entry into the health care system. This would
allow users to avoid the bureaucratic maze of web-sites, provide simplicity as families get
all the info they need from one web-site, and help families connect with other families.
Although families recognized that patient confidentiality was important, they also felt it
was a barrier which prevented information transparency and communication. They
thought MDPH should become more of a driver of infrastructure related to data systems
and information exchange.

The need to fund programs and services aimed at eliminating disparities in the
population, especially among CYSHCN, was another priority in the majority of
interviews with external experts and stakeholders. This was especially true with outreach
or marketing efforts since many families did not hear about available programs and
services. MDPH should make a concerted effort to make information and resources
available for non-English speaking families. Cultural competency and medical literacy
must be addressed if disparities are to improve.

Major issues raised in internal and external interviews were similar. Both MDPH
staff and external experts recognized the following priorities for CYSHCN, for the next
five years:

e Prepare CYSHCN for life transitions, from pediatric to adult health care,
school to work, and living with family to living independently
Address mental health
Provide information on healthy weight and nutrition/physical activity
Provide sex education/healthy sexuality education
Provide care coordination and collaboration
Address disparities
Provide better outreach and marketing (especially in vulnerable
populations) of MDPH CYSHCN programs and services
e Improve data systems and infrastructure

Focus Groups

There were three focus groups conducted that were CY SHCN-specific:
1. Springfield = Families of CYSHCN whose preferred language was
Spanish (a Spanish translator was present); about 20 people participated
2. Natick = 10 family members of children with special health care needs
3. Springfield = 7 youth/young adults with disabilities or special health
needs

Overall, major priorities and issues raised in the three focus groups exploring
either being a youth with a special health care need or the parent of a youth with a special
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health care need were similar for the most part. Both YSHCN and parents of YSHCN
emphasized the importance of the following topics in regards to setting priorities for
CYSHCN over the next five years:
e Better communication, education, and training among providers,
programs, schools, employers, and families
e Lack of preparation for future life transitions
e Differential access and knowledge regarding services/lack of appropriate
services
e Social isolation and mental health
¢ Funding for programs which keep CYSHCN in their communities and
homes

However, both groups seemed to have different emphases regarding some of
those areas of interest. One specific topic that differed in emphasis among the two groups
was regarding life transitions. Overall, parents felt that little assistance was available for
planning their child’s various transitions and that more needed to be done to help
families.

On the other hand, the youth felt somewhat differently about transition. For the
most part, they did not consider it to be an issue, as long as their needs were met. Most
had found a good relationship with a provider (though it had taken some longer than
others to find that), and the vast majority said they would be happy to stay with their
provider and not age out of their care if they could. However, all agreed that neither their
providers nor their insurance companies had talked to them about aging out to adult care
or gave them any information regarding the topic. Therefore, although the youth
themselves did not consider transition to be a pressing issue, it is evident from their
responses that it is an issue.

Another topic in which there was a difference in emphasis among the two groups
was regarding social isolation and mental health. In the two focus groups of parents of
CYSHCN, social isolation and mental health seemed to be the most prominent issue, a
result of feeling helpless to help one’s child as well as from a lack of sensitivity from
schools, providers, and the public. In contrast, in the focus group of YSHCN, social
isolation seemed to be less pronounced. However, when it was there, it seemed to be
more a direct result of bullying from their peers in the schools.

Survey of Families of CYSCHN

The survey was for families of CYSHCN ages birth through 24 years living in
Massachusetts which was conducted to gain important insights from families. It was a
survey created online at SurveyMonkey.com which was also distributed in paper form in
English and Spanish versions. There were a total of 459 respondents to the survey.

The following includes some of the most relevant findings from the survey.

Demographics:
e The vast majority of respondents were Mothers of CYSHCN (90.4%)
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e Most identified themselves and their CYSCHN as White, non-Hispanic
(85% and 79.3%)

e Almost two-thirds of respondents had a CYSHCN aged 6 — 18 years

e About 25% of respondents to the survey had a total household income
before taxes last year <$39,999; another 25% made between $40,000 and
$69,999; and about 50% made $70,000 or more

e CYSHCN had a variety of diagnoses, although the highest percentage of
respondents had CYSHCN with: developmental/intellectual/cognitive
disabilities (80.5%); emotional/behavioral/mental health conditions
(46.8%); and learning disabilities (42.4%)

(Note: Although respondents were not as representative of the CYSHCN population
in Massachusetts as much as we would have liked in terms of income and racial
demographics, much can still be learned from all the data that was collected).

Source of Routine Health Care:

e The majority of CYSHCN received routine health care from a PCP
(85.2%)

Family Partnership & Satisfaction:

e About 70% of families of CYSHCN felt that the services their child
receives from their PCP usually or always met their child’s/family’s
specific needs

e Of 24 families of CYSHCN whose PCP didn’t speak their native
language, 50% of those families said that interpreter services were never
available

Medical Home:

e Almost 2/3 of families of CYSHCN were not familiar with the medical
home concept

o After reading the definition of medical home, a little more than 50% of
families of CYSHCN felt that their child did not receive care that met this
definition

Flexible Supports/Community-Based Services:

e Families of CYSHCN mostly received info about community-based
services from: other families, friends, and family members (65.7%); the
media (32.7%); and case managers/case workers (32.2%)

e A little more than 50% of families of CYSHCN found it not easy or very
difficult to access community-based services for their child, as compared
to only about 15% who found it easy or very easy
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Health-Related Needs:

e The 6 biggest issues facing CYSHCN, in order of relative importance,
were: Social Isolation; Mental Health; Bullying; Physical Activity; Child
Abuse; and Healthy Weight & Nutrition

e The 3 biggest unmet needs facing CYSHCN and their families, in order of
relative importance, were: Respite Care; Exercise/Physical Activity; and
Care Coordination

Emergency Preparedness:

o 45.4% of families of CYSHCN had not done emergency planning of any
kind for their CYSHCN

Youth Transition:

e 37.4% of families had a CYSHCN age 14 years or older

e The majority of those families of CYSHCN age 14 years or older (87.5%)
stated that no one in their child’s PCP office had talked to them or their
child about changes in health insurance and other public benefits once
their child turned 18

3D.15 Conclusion

In summary, CYSHCN in Massachusetts specifically benefit from the state’s
access to health insurance, which has led to high rates of early and continuous screening
for special health needs as well as other positive health outcomes. However, CYSHCN in
Massachusetts would also benefit from: greater access to community-based service
systems and medical home services; an expansion of services covered by their insurance
provider; an increased role in participating in decision-making with health care providers
regarding their child’s care; and additional assistance in transitioning their children into
various aspects of adult life. Finally, documented disparities in health outcomes and
socio-economic status between youth and young adults with and without disabilities are
substantial, and must be addressed over the next five years.
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4. MCH Program Capacity by Pyramid Levels

Massachusetts’s capacity to assure the availability of direct health care for its MCH
population is built on the policies that it has developed and adopted and through the funding
that it has historically contributed and continues to provide to MCH health. Massachusetts’
history of funding maternal and child health has nurtured a strong network of providers and
community resources. The network is critical to providing necessary services to ensure
positive health outcomes and to reduce the disparities. In terms of policy, the state passed its
landmark health reform legislation and its leadership continues to explore and implement
new approaches to improve MCH health outcomes.

Changing policy environment

Health Insurance/Health Reform

Massachusetts health care reform, which served as a model for the national health
reform bill, has had a significant impact on services and support for the state’s MCH
population. In 2007, the Commonwealth embarked upon a substantial overhaul of its health
care system to reduce the number of uninsured residents. The state has been very successful
in reducing the uninsured rates in the state, but reform has had an uneven impact on some
residents, particularly those with moderate or low incomes, and overall health care costs
continue to rise.

Healthy Massachusetts Compact

On December 20, 2007, under the leadership of Governor Deval Patrick, nine diverse
state entities signed the Healthy Massachusetts Compact (HealthyMass), a cross-agency
initiative to build on the successes of health care reform. Specifically, agencies across state
government are working collaboratively to advance five goals that reflect the values and
principles of the governor:
ensuring access to care,
advancing health care quality,
containing health care costs,
promoting individual wellness
promoting healthy communities

HealthyMass participants include the nine state agencies uniquely positioned to
develop, implement and align polices to promote quality, affordable health care. They
include the Executive Office of Health and Human Services, the Executive Office for
Administration and Finance, the Office of the Attorney General, the Commonwealth Health
Insurance Connector Authority, the Division of Insurance, the Group Insurance Commission,
the Massachusetts Health and Educational Facilities Authority, the Massachusetts
Development Finance Agency, and the Department of Correction.

The HealthyMass members identified four initial priorities for their comprehensive,
coordinated efforts: adoption of consistent payment policies for serious reportable events;
performance measurement alignment; disease management and wellness promotion; and
administrative simplification.
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Policy Changes and Pending Legislation Focusing on Social, Emotional, and Physical
Health

Medical Home

Massachusetts now has a legislative mandate for MassHealth, the state’s Medicaid
program, to establish a medical home demonstration project including: a restructured
payment system to support primary care practices using a medical home model; support for
practices in their transformation; and agreement to work with other Medicaid payers and
other stakeholders'. Under the legislation a Medical Home is “a community-based primary
care setting which provides and coordinates high quality, planned, patient and family-
centered health promotion, acute illness care, and chronic condition management.”

T