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Preventing Childhood Lead
Poisoning in New Jersey:
Advocates and State Government Working Together to
Increase the Lead Screening of Children
I. INTRODUCTION

identify those Medicaid-enrolled children suffering from lead poisoning and to ensure that
they received necessary treatment. After five
years, this collaboration has resulted in a near
doubling in the lead screening rate of
Medicaid-enrolled children ages one and two
from 25% to 45%, and the development of
systems to ensure that lead burdened
Medicaid-enrolled children receive corrective
treatment. This report describes the strategies
employed by the state’s Medicaid agency, the
ACLU and ACNJ to improve lead poisoning
prevention efforts. It further describes the
reluctance of the state’s public health agency
to participate in those efforts and its inability
to provide effective leadership in this area.

During the last five years, the number of New
Jersey children enrolled in Medicaid who have
been tested for childhood lead poisoning has
increased significantly. Working together,
advocates and New Jersey’s Medicaid agency
have shown that targeted outreach and education to parents and medical professionals can
have a meaningful impact on the identification
and treatment of lead poisoned children.
Although childhood lead poisoning has been a
major public health issue in New Jersey for
many years, public health officials paid it little
attention. Of the estimated 18,000 children
under the age of six suffering from lead poisoning in 2000, the state’s public health agency,
the Department of Health and Senior Services
(DHSS), had only identified one-third. Slightly
less than one-half of those children were
enrolled in Medicaid. Hundreds were not
receiving necessary follow-up treatment.

In October 2004, that agency announced as a
goal the elimination of childhood lead poisoning in New Jersey by the year 2010. While
ACLU, ACNJ, Legal Services of New Jersey
and the Office of the Child Advocate applaud
this goal, they call upon DHSS to take an
active role in achieving it by working collaboratively with the state’s Medicaid agency to
institutionalize and expand upon the reform
strategies set forth in this report.

The American Civil Liberties Union, the
American Civil Liberties Union of New Jersey
(collectively, the ACLU), the Association for
Children of New Jersey (ACNJ), Legal
Services of New Jersey (LSNJ) and, later, the
Office of the Child Advocate threatened to
bring suit against DHSS and the state’s
Medicaid agency unless they took immediate
steps to improve their lead poisoning prevention efforts. In response to that threat, the
state’s Medicaid agency invited the ACLU,
ACNJ and other advocates to work with it to

II. NEW JERSEY’S CHILDHOOD LEAD
POISONING PREVENTION PROGRAM:
A SYSTEM IN CRISIS
Once in the body, lead is a powerful toxin. It
can cause developmental delays, learning disabilities, behavioral problems, hyperactivity,
and in some cases, convulsions, coma and
1
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thought to be lead burdened,8 but New Jersey
was doing little to locate these children and
even less to treat them. State screening9 rates
were so low (during state fiscal year 2000,
only 25% of one and two-year olds enrolled in
Medicaid10 and one third of all one and twoyear olds received a lead blood test11) that as
of June 2000, state public health officials had
identified only one third of the 18,600 children.12 Even worse, of that one third, more
than one half were not receiving any followup services.13

death.1 Children six years old and younger are
particularly vulnerable to the damaging effects
of lead because their central nervous systems
are not fully developed and their bodies
absorb and retain it to a greater extent than do
the bodies of adults.2
Although children from all socioeconomic
groups can be effected, those from lowincome and minority families are at greatest
risk. African American children are almost
five times as likely as Caucasian children to
be lead-burdened. Low-income children are
eight times as likely to be lead-burdened as
children from wealthier backgrounds.3 An estimated 60% of all children suffering from
childhood lead poisoning are enrolled in
Medicaid.4

The Medicaid Act requires state Medicaid
agencies to provide follow-up services to
Medicaid-enrolled children with blood lead
levels (BLL) over 10 micrograms of lead per
deciliter of whole blood (µg/dL) in accordance with guidelines promulgated by the
Centers for Disease Control and Prevention
(CDC).14 The CDC recommends that children
with persistent blood lead levels (BLLs) of
between 15 and 19µg/dL or BLLs over
20µg/dL receive regular and periodic followup blood lead tests, case management
services15 and environmental hazard assessments to determine the source of their exposure. It further recommends that environmental assessments be conducted “as soon as possible” after a confirmatory blood test identifying a child as lead burdened.16

Since at the most common levels of exposure
lead poisoning does not present identifiable
symptoms, the only way to determine whether
a child is lead burdened is with a blood test.5
In New Jersey, all children under the age of
six are legally entitled to such testing. The
federal Medicaid Act requires state Medicaid
programs to provide Medicaid-enrolled children with a lead blood test at 12 months and
again at 24 months (or between 36 and 72
months if the child failed to receive a screen
at either 12 or 24 months).6 New Jersey’s
Lead Poisoning Abatement and Control Act
(more commonly referred to as the “Universal
Screening Law”), promulgated in 1996,
requires local boards of health to work with
medical professionals to provide all New
Jersey children, not just those who are
Medicaid-eligible, with lead screening pursuant to the same time table set forth in the
Medicaid Act.7

The state Universal Screening Law mandates
that local health departments, under DHSS’
supervision, provide follow-up testing, case
management services and environmental
assessments to the same groups of children
identified by the CDC.17 Because the most
common source of exposure for children is
deteriorating lead-based paint in older housing,18 the law also requires local health departments to order the abatement of any home or
housing unit determined to contain a lead hazard.19 If a property owner fails to abate, the
local board may arrange for the abatement at

In 2000, New Jersey’s childhood lead poisoning prevention program was far from compliant with these regulations. An estimated
18,600 children under the age of six were
2
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the owner’s expense.20 If the local health
department fails to enforce the abatement
laws, DHSS may move to enforce them.21

had done none of these things. Although
DMAHS theoretically could have stepped
forward to fill this void, it had not.

In 2000, however, children known to have persistent BLLs of between 15 and 19µg/dL were
not receiving any case management services.
Moreover, by the end of state fiscal year 2000,
local health departments had completed only
60% of the mandated environmental assessments,22 and landlords and property owners
had abated only 22% of the properties with
identified lead hazards.23

III. INSTITUTIONAL IMPEDIMENTS TO
SCREENING AND TREATMENT

B. No adequate surveillance system
Good data collection is essential to administering any effective lead poisoning prevention
program. It enables states to ensure that they
are reaching the children at highest risk, to
monitor physicians and clinics responsible for
providing screening, and to confirm that children who have been lead poisoned are receiving necessary follow-up care.28 Yet, as of
2000, neither DMAHS nor DHSS had functional surveillance systems tracking lead
screening and treatment activities.

Concerned about the state’s low screening
rates and its failure to provide case management services and environmental hazard
assessments, the ACLU, ACNJ, Legal
Services of New Jersey, and later, the Office
of the Child Advocate, began to interview
state and local officials, to attend inter-agency
meetings and conferences, and to review documents obtained through New Jersey’s Public
Records Act to determine why children were
not receiving services to which they were
legally entitled. Their investigation revealed
the following:

In the mid and late 1990s, DMAHS calculated
the screening rates of Medicaid-enrolled children by counting the number of reimbursement claims submitted to it by the laboratories
analyzing the blood tests. DHSS tracked the
name and location of children with BLLs
equal to or greater than 20µg/dL, based on
reports from the same laboratories. It also
tracked the completion, but not the initiation,
of environmental investigations and abatements, using information provided to it by
local health departments.29

A. No leadership
Although DHSS and DMAHS share responsibility for screening and treatment,24 the
Universal Screening Law contemplates that
DHSS will exercise a leadership role. Among
other things, it requires DHSS to: develop,
implement and coordinate “a program to
control lead poisoning,”25 maintain a “central
data base which shall include a record of all
lead screening conducted pursuant to this
Act,”26 and “conduct a public information
campaign” to inform parents and health care
providers of the Universal Screening Law’s
lead screening requirements.27 As of 2000,
four years after the law was passed, DHSS

The Universal Screening Law, however, requires
DHSS to track all lead screening activities, not
just those for children with elevated BLLs.
Shortly after the Law’s passage, DHSS entered
into an agreement with the state’s Office of
Information Technology to develop a more
sophisticated surveillance system to enable it to
meet the Universal Screening Law’s data collection and reporting mandates. The Office was to
have completed the system by June 30, 1999,
but was unable to do so because of hardware
compatibility problems, staff turnover, and other
state priorities. By the end of 2000, some software had been developed, but the system itself
still was not in place.30
3
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Although DHSS had intended to wait until
the Office of Information Technology had
completed the new system before beginning
to collect the additional required data, it
decided that it could wait no longer. In June
1999, it advised all laboratories analyzing
lead blood screens to report all results (not
just those over 20µg/dL) to DHSS. Without
the necessary technology to handle the large
influx of laboratory reports, six temporary
data entry staff and more than two dozen
other departmental staff spent much of 2000
manually putting approximately 60,000 test
results into the system.31

In 2001, however, DHSS asserted that
statewide public education was not its responsibility. It claimed that it had no budget for
mass communication and limited funds for
printing educational materials. Instead, it contended, statewide education was the responsibility of the Office for the Prevention of
Mental Retardation and Developmental
Disabilities, a division of DMAHS’ parent
agency, the Department of Human Services.33
The budget of the Office for the Prevention of
Mental Retardation and Developmental
Disabilities was so small and its mandate so
broad that its ability to conduct any type of
state-wide education effort on lead poisoning
was severely limited. In each of fiscal years
1999, 2000, and 2001, the state legislature allocated slightly less than $1 million to the Office
to enable it to educate the public on sixteen different preventable causes of disabilities. Of this
amount, $200,000 was specifically earmarked
for lead poisoning prevention education. The
Office disseminated these funds in grants of
between $10,000 and $50,000 per year, to local
government agencies, community groups and
non-profit organizations.34

C. No coordinated statewide education
program
As of 2000, neither DMAHS nor DHSS had
any organized plan for educating parents and
caregivers about the importance of blood lead
tests. Local health department officials, social
workers, day care staff, and others who
worked with families in high-risk communities believed that if parents and caretakers
were properly educated, they would have their
children screened. Yet educational efforts were
minimal, hampered by a lack of coordination
and funding.

D. No strategic lead-screening plan
Research has shown that in urban areas, certain zip codes and census tracts are more toxic
than others. Most lead poisoning occurs within these neighborhoods, and very little occurs
outside of them.35 As of 2000, neither DHSS
nor DMAHS had identified these areas; neither DHSS nor DMAHS had identified the
children at greatest risk of lead poisoning; and
neither DHSS nor DMAHS had engaged in
any type of focused or strategic planning to
ensure that those children received the lead
blood tests to which they were legally entitled.

DMAHS periodically sent targeted outreach letters, health promotion flyers, and
lead stuffers to Medicaid-enrollees by mail.
In meetings with the ACLU, however, it
conceded that education by mail was not
effective. Many letters and mailers were
returned because families had moved.
Some parents had limited reading skills.
Other parents had more pressing concerns
and did not open their mail on a regular
basis.
Under the Universal Screening Law, DHSS
is required to conduct a public information
campaign about the need to test children for
lead.32

In fact, in a letter dated January 23, 2001,
DHSS informed the ACLU that although the
Universal Screening Law required DHSS to
4
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Research has shown that in urban areas, certain zip codes and census tracts are more
toxic than others. Most lead poisoning occurs within these neighborhoods, and very little
occurs outside of them.
develop a comprehensive plan to control lead
poisoning, DHSS was not responsible for
developing a strategic outreach or screening
plan. It claimed that drafting such a plan was
the responsibility of the Interagency Task
Force on the Prevention of Lead Poisoning.36
Established in 1988, the Interagency Task
Force had been designed to facilitate collaboration among the relevant state agencies and
community groups involved in lead poisoning
prevention.37 Although the group met six times
per year, meetings consisted of little more
than brief presentations by agency and community representatives. Collaborative planning
and implementation were inhibited by the fact
that agency decision-makers rarely attended
the meetings.

With respect to strategic screening plans, the
Interagency Task Force had produced a document entitled, “Lead Poisoning Prevention
Action Agenda” in 1989 and a second document entitled, “Recommendations for the
Primary Prevention of Lead Poisoning” in
1995.38 Neither was a plan for ensuring that
the children at greatest risk of lead poisoning
received lead blood tests.
E. No enforcement activities
Of 44 states responding to a survey by the
National Conference of State Legislatures in
2000, almost all reported that doctors were
one of the most significant barriers to screening. They did not consider lead poisoning to
be a problem in their jurisdiction; they were
5
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no written guidelines setting forth how the
agencies were to interface with each other.
DHSS only monitored the provision of case
management services to children with BLLs
over 20µg/dL who had voluntarily enrolled
in a Prevention Oriented System for Child
Health (POrSCHe) program. As of 2000,
only 11 of the State’s 114 local health
departments had such programs.45 Those 1l
programs were providing services to only
one-quarter of the 1,309 children identified
as having BLLs over 20µg/dL during that
fiscal year.46

unaware of the federal or state laws mandating screening; or they refused to provide
screening in their offices because drawing
blood from a young child required too much
staff time.39
In 2000, sample record reviews conducted by
the Peer Review Organization of New Jersey
(PRONJ), data generated by DMAHS for submission to the federal Centers for Medicaid
and Medicare Services, and anecdotal information confirmed that New Jersey’s Medicaid
providers were not testing children for lead.
Instead, many doctors were referring children
to off-site laboratories to be screened but
neglecting to ensure that the children actually
went.40 As a result, during state fiscal year
1999, 37% of all Medicaid-enrolled children
ages one and two had some contact with a
medical professional during state fiscal year
1999, but only 14% received a lead screen.
During state fiscal year 2000, 42% had at least
one contact with a medical professional, but
only 25% received a lead blood test.41

While DHSS monitored the completion of
environmental investigations and abatements,
it did not monitor whether either were conducted in a timely manner. In fact, there were
no guidelines setting forth the time periods
within which environmental hazard assessments were to occur except for children at the
highest levels of exposure.
DMAHS, on the other hand, did not monitor
the treatment of any lead burdened Medicaidenrolled children. As of June 2001, DMAHS
had no idea whether any of the 653 Medicaidenrolled children who had been identified as
having BLLs equal to or greater than 20µg/dL
during FY 2000 were receiving any case management services or environmental hazard
assessments.

Despite these statistics, neither DHSS nor
DMAHS took any meaningful action to
enforce the screening and treatment mandates
of the state Universal Screening Law or the
Medicaid Act. Neither agency audited health
care providers to determine who was testing
children for lead and who was not. In fact,
DHSS did not even have a single complete list
of New Jersey providers.42 Although 85% of
Medicaid-enrollees received health care services from Medicaid HMOs,43 the contracts
between DMAHS and the HMOs did not
describe in any detail the responsibilities of
the HMOs and the providers with respect to
screening and treatment and did not impose
sanctions for failure to provide such services.44

IV. PARTNERING TO ADDRESS
BARRIERS
In response to these findings, the ACLU,
ACNJ and other advocates threatened to sue
DHSS and the state’s Medicaid agency unless
they began to take more aggressive steps to
identify and treat lead poisoned children. The
state’s Medicaid agency, in turn, invited the
advocates to work collaboratively to remedy
identified problems. As a result of this collaboration, DMAHS made a number of significant changes.

Although DHSS, DMAHS and the local
health departments shared responsibility for
treating lead burdened children, there were
6
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every child with a BLL equal to or greater
than 10µg/dL;51

Although DHSS participated in early discussions regarding these changes, it did not
play an active role in their implementation
and, as will be described in more detail later
on, actually delayed the implementation of
some initiatives.

•

A. Changes to the Medicaid contract
As previously stated, New Jersey’s Medicaid
HMO contracts made no specific references to
the Medicaid Act’s screening and treatment
mandates. In late 2000, after consulting with
George Washington University’s Center for
Health Services Research and Policy, however, DMAHS revised the contract to require,
among other things, that each HMO:
•

It further revised the contract to permit
DMAHS to impose financial sanctions
against any HMO that failed to screen at
least 80% of their members under the age of
three during any 12-month contract period.
HMOs with screening rates of less than
60% are subject to mandatory fiscal sanctions. HMOs with screening rates between
60 and 80% are subject to discretionary
sanctions.53

Develop a lead screening program that
ensures that every Medicaid-enrolled child
receives regular and periodic verbal risk
assessments and lead blood screens
between the ages of 9 and 18 months,
again between the ages of 18 and 26
months, and as indicated by the results of
the verbal risk assessment;47

•

Pay providers on a fee-for-service basis
for each lead screen performed in the
provider’s office;48

•

Reach out by mail at least twice per year
to the parents of children who have not yet
been screened and implement corrective
action plans for HMO staff to reach those
parents who do not respond;49

•

On an annual basis, notify providers with
lead screening rates of less than 80% of
their responsibility to provide lead screens
and, with those providers, develop corrective action plans to increase their screening rates;50

•

Establish lead case management programs
and written case management plans for

Provide DMAHS with a plan, at the beginning of each year, setting forth the steps
the HMO will take to improve its lead
screening rates.52

To assist the HMOs in meeting the above
contract requirements, DMAHS began to
provide them with monthly lists of children
who had not yet been screened and to meet
with them quarterly to discuss contract compliance. In 2004, DMAHS levied its first lead
testing-related sanctions against the HMOs
based on fiscal year 2001 data. Additional
sanctions were recently levied based on data
from 2002.54
B. Annual audits of Federally Qualified
Health Care Centers
In 2000, DMAHS conducted the first of a
series of annual audits of the state’s 15
Federally Qualified Health Care Centers
(FQHCs) to determine the extent to which
those facilities were screening the Medicaidenrolled children who approached them for
services.55 FQHCs are federally funded
health clinics, generally located in medically
underserved areas, under contract with the
federal Centers for Medicare and Medicaid
Services to provide health care services to
Medicaid-enrollees and the uninsured. After
each audit, DMAHS reported the results to
7
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Table 1
Percentage of lead burdened
Medicaid-enrolled children
receiving specific corrective services
FY 2004

the FQHCs, using the reporting process as an
opportunity to educate the FQHC health care
professionals about the need to test their
young patients for lead.
C. Improving treatment
In 2002, DMAHS developed its own computerized information management system
to track and monitor screening and treatment activities. Shortly thereafter, it began
to use the system to provide HMOs with the
previously mentioned monthly lists of children who had not been screened. By June
2005, it had entered into the system the
approximately 2500 Medicaid-enrolled children under the age of 6 years who had
BLLs equal to or greater than 10µg/dL as of
January 1, 2005.
The Medicaid HMOs are required to put
into the system the results of each child’s
initial and follow-up lead blood tests, the
dates of certain case management activities,
and the dates of any environmental hazard
assessment. DMAHS reviews this data on a
regular basis to ensure that all children are
receiving the follow-up services to which
they are entitled.

Children identified by the PRONJ as not having received case management services are
referred directly to DMAHS.
D. Promoting on-site screening: introducing
filter paper
Because so many children referred to off-site
laboratories for screening never went,
DMAHS, the ACLU and ACNJ formed a
working group with representatives from the
Medicaid HMOs to identify the reasons why
doctors made such referrals.

DMAHS also audits a random sample of
case files from each of the Medicaid HMOs
on a quarterly basis to determine whether
children with BLLs equal to or greater than
10µg/dL are receiving case management
services. If deficiencies are noted, the HMOs
are required to develop corrective action
plans.

When members of the New Jersey Chapter of
the American Academy of Pediatrics were
asked why they did not test for lead in their
offices, they complained about the venipuncture method of testing, a method that DHSS
had promoted after the passage of the
Universal Screening Law. They stated that
they did not have sufficient staffing resources
to perform the test; the Medicaid HMOs did
not adequately reimburse them for staff time;
the procedure was too difficult; and parents
were resistant to the test.56

In addition, the PRONJ annually reviews a
random sample of medical records, at
DMAHS’ request, to determine whether
Medicaid-enrolled children with BLLs equal
to or greater than 20µg/dL are receiving case
management services. The results of the most
recent audit are set forth below:
8
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Under the leadership of the Pediatric Medical
Director of Horizon Mercy, Dr. William
Silverman, the group elected to address these
concerns by piloting the filter paper method of
lead testing.

Once health care providers had been introduced to the method, the New Jersey Chapter
of the American Academy of Pediatrics,
DHSS, DMAHS, and the Health Officers
from the Irvington and Camden County
Departments of Health sent letters encouraging those who did not already do so to provide
on-site screening. The laboratory analyzing
the filter paper provided the On-Site
Screening Working Group with periodic
reports, identifying the medical professionals
who were using the filter paper method and
providing the number of filter paper samples
each had submitted for analysis.
Representatives from DMAHS and the
Medicaid HMOs made phone calls, and in
some cases, in-person visits to those practice
groups that continued to refer children to offsite laboratories for testing.

As compared to the venipuncture, the filterpaper method is easier to administer.
Instead of drawing blood from a vein, a
health care professional pricks a child’s
properly cleaned finger or toe and places
that finger or toe over a square of specially
treated filter paper, permitting two drops of
blood to fall onto the filter paper. Once the
sample dries, the filter paper is sent to a
laboratory for analysis. All elevated BLLs
must be confirmed with a venous draw.57 In
the mid-1990s, CDC expressed some initial
concerns about the reliability of the filterpaper method, but by 1999, the technology
had improved to such an extent that CDC
endorsed the method.58

E. Community-based public education:
targeting the day care community
Because DMAHS’ efforts to educate Medicaid
families by mail had been largely unsuccessful, DMAHS, the ACLU and ACNJ decided to
pilot a community-based public education initiative. Under this initiative, day care center
staff would be trained to educate the families
of the children enrolled in their programs
about the need for a lead screen and how to
obtain one.

With the assistance of DHSS, the On-Site
Screening Working Group selected two
localities in which to pilot the filter paper
method: Camden City, in southern New
Jersey, and Irvington, in northern New
Jersey. These areas were selected because
they had many of the high-risk factors associated with childhood lead poisoning,
including a significant percentage of pre1950 housing, high unemployment, large
numbers of families living in poverty, and
large minority communities.59

For the reasons outlined above, the DMAHS,
the ACLU and ACNJ chose Irvington and
Camden City in which to pilot the initiative.
They invited the local health departments,
Medicaid offices, local Child Care Resource
and Referral Centers (CCR&R centers),60 and
Maternal and Child Health Consortia to form
a working group to spearhead the initiative.

DMAHS and the Medicaid HMOs identified
approximately 150 Medicaid primary care
providers with offices in the target areas, 59 of
whom already did on-site screening using the
venipuncture or capillary method of testing.
The 150 were divided into groups of 15 to 25.
Each Medicaid HMO assigned provider representatives to educate the different groups
about filter paper testing.

The Community Education Working Group targeted 36 day care centers in Irvington and 72
in Camden City.61 Twenty-seven (27) of the
Irvington centers and 35 of the Camden centers
9
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were Abbott preschool programs, initiated in
response to the 1998 ruling by the New Jersey
Supreme Court in the lawsuit, Abbott v.
Burke.62 The Abbott preschool programs recommend that all children receive a physical
examination within 90 days of enrollment and
highly recommend that the examination
include a lead blood test. Twelve of the
Camden centers were Head Start programs.
All Head Start programs mandate that all
enrolled children receive lead screens.63
Between August 2002 and January 2003, the
Community Education Working Group sponsored numerous training sessions at which day
care directors, staff, and family outreach
workers were trained on the dangers of lead
poisoning and the need to have children tested
for lead. The Chief Nurses for the Irvington
Abbot preschool programs and the Camden
County Head Start programs arranged for the
Group’s trainers to make presentations to the
programs’ staff at their annual pre-service
trainings in August. Attendance was mandatory. The Working Group later received requests
for and provided additional training on how to
assist the families of lead burdened children,
how to interpret the results of lead blood
screens, what steps parents and caretakers can
take to minimize the damage caused by lead
poisoning, and the legal rights of and
resources available to children who are lead
burdened.
At the training sessions, the Community
Education Working Group distributed
numerous brochures, charts and resource
guides to the day care staff for distribution
to parents. Day care center staff subsequently reported, however, that the most
effective written educational tool would
have been a simple one-page flyer highlighting the dangers of childhood lead poisoning that they could post in their facilities or distribute to parents.64

Between September 2002 and January 2004,
the Public Education Working Group asked
day care directors to report the percentage of
children screened, regardless of insurance status, to their local CCR&R centers. Roughly
mid-way through that period, the Working
Group asked the local health departments to
modify the manner in which they conducted
their annual immunization audits to include
lead screening. State law requires local health
departments to assist preschools and daycare
facilities in implementing and enforcing state
immunization requirements by conducting
annual audits of school health records.65
F. Alternative site testing
In an effort to reach those Medicaid-enrolled
children who did not visit their primary care
physicians and who were not enrolled in a
day care program, a third working group was
formed to investigate the possibility of developing alternative lead testing sites. This
working group explored the possibility of
establishing such sites at WIC centers and in
mobile vans that could be parked in front of
day care centers or at neighborhood health
fairs. At the time, however, neither option
proved feasible. New Jersey WIC administrators felt that current staff was incapable of
handling additional tasks and that there were
no funds to hire more staff. The mobile vans
were also too costly.
G. Results
By the end of 2004, the various reforms undertaken by DMAHS in response to or with the
ACLU, ACNJ and other advocacy groups had
resulted in a dramatic increase in the number of
Medicaid-enrolled one and two-year olds who
had been tested for lead. As a result, DMAHS
decided to replicate the on-site screening and
community education initiatives in four other
municipalities — Jersey City, Paterson,
Bridgeton, and Millville — using strategies
employed in Irvington as a model.
10
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1. Increased screening rates
According to several different measures, the
lead screening rate of Medicaid-enrolled children increased substantially between 2000 and
2004. As Table 2 illustrates, statewide screening
rates of Medicaid-enrolled children, as reported
by DMAHS to the federal Centers for Medicaid
and Medicare, rose from 14% in federal fiscal
year 1999 to 45% in federal fiscal year 2004.

In state fiscal year 2000, individual HMO
screening rates ranged between 23% and
39%.68 In fiscal year 2004, they ranged
between 46% and 60%.
As Table 4 illustrates, FQHC screening rates
of Medicaid-enrolled children rose. Only one
of the 11 centers audited in 2000 had a
screening rate of over 90%. Eleven of the 14
centers audited in 2005 had screening rates of
over 90%.69

Table 266
Percentage of Medicaid-enrolled
children between the ages of
one and two tested for lead
during the year indicated

Table 4
FQHC lead screening rates
for Medicaid-enrolled children
2000 vs. 2005

As Tables 5 and 6 illustrate, the number of
children screened in the two cities targeted for
the on-site and community education initiatives increased.70

As Table 3 illustrates, Medicaid HMO screening
rates also increased during the same time period:

Table 367
Percentage of children between
the ages of 18 and 29 months,
enrolled in a Medicaid HMO,
and screened for lead
during the year indicated

Table 5
Percentage of Medicaid-enrolled
children 72 months old or younger
who were screened during the year
indicated below
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Table 6
Percentage of Medicaid-enrolled
children 72 months old or younger
who, as of the year indicated
below, had been screened at least
once in their lifetime

Head Start programs — reported their screening results either to the ACLU or their
CCR&R. In each of those centers, a significant number of the children enrolled during
the 2002-03 academic year were tested for
lead.71 Eighty percent (80%) of the 1430 children in the Irvington Abbott preschool programs and 60% of the more than 1000 children enrolled in the Camden County Head
Start programs were screened. Sixteen of the
23 Irvington centers had screening rates of
over 80%. Seven of the 12 Camden County
Head Start programs had screening rates of
over 50%. Three of the seven had screening
rates of over 70%.

Because neither the on-site screening nor the
community education initiatives were conducted pursuant to formal social science protocols, the Working Groups could not determine precisely the extent to which each contributed to the above increases. With respect
to the on-site screening initiative, however, a
survey conducted by DMAHS revealed a critical increase in the number of health care professionals testing for lead on-site. As of June
2002, 59 of the 150 Irvington and Camden
City doctors included in the initiative provided
screening on-site. As of January 2004, 121
tested for lead on-site.

2. Expanding the on-site and community
education initiatives using Irvington as a
model
By late 2004, DMAHS made the filter paper
method of testing available to every health
care provider with a Medicaid panel of 50 or
more children. It is currently exploring ways
to further encourage its use.

Unfortunately, the Working Group was unable
to determine whether the use of the filter
paper method resulted in an increase in
provider screening rates. Although DMAHS
attempted to calculate provider screening
rates, it could not do so in any reliable manner
based on the data supplied to it by the
Medicaid HMOs. DMAHS subsequently modified its contract with the HMOs to require
them to maintain more specific provider data.
With respect to the community education initiative, 35 day care centers — the 23 Irvington
Abbott preschools and the 12 Camden County

At the same time, DMAHS moved to replicate
the on-site screening and community education initiatives in three other localities —
Jersey City, Paterson and Bridgeton/Millville
— beginning in June 2004. In so doing, it
used Irvington, and the strategies developed
there, as a model.
When interviewed by the ACLU at the conclusion of the community education initiative, the Irvington Abbott preschool programs attributed their successes to the fact
that the day care center directors insisted
that the children in their programs be
screened for lead. Although Abbott preschool programs do not mandate lead blood
tests like Head Start programs do, the
Irvington Abbott preschool program directors voluntarily adopted center-specific
screening policies. No child was excluded
12
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from the program because he or she was not
screened, but parents and caretakers were
continuously reminded of the need to screen
until their children were tested for lead.

The Chief Nurse maintained a computerized
database that she used to track, among other
things, immunizations and lead screens. If
health forms were returned in the fall without
lead results, the Chief Nurse informed the
directors of the centers in which the children
were enrolled. The directors, in turn, assigned
to specific individuals within their centers —
a nurse or in some cases a family outreach
worker — the responsibility for ensuring that
those children were screened. The Chief
Nurse continued to monitor health forms and
to provide the directors with the names of
unscreened children throughout the course of
the academic year.

The Irvington directors felt empowered to
adopt these policies because of the strong
support and encouragement they received
from the Chief Nurse of the Irvington Abbot
preschool programs and the Health Officer
of the Irvington Health Department. The
Chief Nurse and her staff provided all parents who enrolled children in an Abbott preschool program during the spring enrollment period with a health form. As of 2004,
New Jersey did not require day care centers
to use one standardized health form.
Unfortunately, many of those in circulation,
including the one distributed by the Camden
County Abbott preschool programs, did not
have a designated area in which providers
were to record lead screening results. To
circumvent this impediment, the Chief
Nurse created her own form which did have
such an area.

To reinforce the importance of lead testing,
the Irvington Health Department included lead
in its immunization audits of the day care centers. Prior to the commencement of the audit,
the Irvington Health Officer sent letters to the
day care directors reminding them that
Irvington was a high-risk area and informing
them that lead would be included in the audit.
She then contracted with the local CCR&R
center, Programs for Parents, to conduct the
audit. According to Programs for Parents, the
immunization audits were most effective if the
auditors prepared lists of the children at each
day care facility who had not received the
necessary immunizations or screens, provided
those lists to the day care center directors, and
asked the directors to inform the auditors
when the children had obtained the vaccinations or screens. They believed that requiring
day care center directors to report back on
children without immunizations or screens
was critical to ensuring the effectiveness of
the audit.

As they handed over the form, the Nurse
and her staff informed parents that prior to
the commencement of school in the fall,
their children needed a comprehensive medical exam that included a lead screen. They
highlighted with a yellow marker the area of
the health care form on which the primary
care provider was to record the results of
the lead test. According to the Nurse,
emphasizing the need to obtain a lead
screen at this particular time was critical.
Many families scheduled medical exams for
their children during the summer months
and asked providers to complete the forms
at that time. If a lead screen was not included in that initial visit, the families were
often reluctant or too pressed for time to
return to the provider a second time later in
the year simply for the lead screen.

To expand into Jersey City, Paterson and
Bridgeton/Millville, DMAHS began training
day care directors and staff in the summer and
fall of 2004. With the assistance of Scholastic,
Inc., it developed written educational materi13
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Preliminary results indicate
improvement. Within a few months,
the screening rates of medical
practice groups in Jersey City,
Paterson and Bridgeton/Millville
had increased an average of 13%.
als and posters which were distributed
throughout the state to day care centers, family day care providers, WIC centers, doctor’s
offices, the Medicaid HMOs, and other community organizations for use during National
Lead Awareness Week in October 2004. In
addition, it persuaded local health departments
to include lead in their immunization audits.
At the same time, DMAHS’ parent agency,
the Department of Human Services (DHS),
adopted a regulation requiring all day care
facilities licensed by DHS’ Division of Youth
and Family Services to use DHSS’ new
Universal Health Form, which contains a designated space for lead test results.
DMAHS also began working with Medicaid
providers in the localities. Specifically, it
asked the Medicaid HMOs to determine the
screening rates of the pediatric practice groups
with the largest Medicaid-enrolled client-base
in each locality (five in Bridgeton/Millville;
six in Paterson and eight in Jersey City), and
if their screening rates were less than 80%, to
educate those groups on the need to screen all
children for lead.
Preliminary results indicate improvement. At
the end of state fiscal year 2004, the Jersey
City, Paterson, and Bridgeton/Millville practice groups had screening rates of 58%,
58%, and 54%, respectively. By the end of
the first quarter of fiscal year 2005, their
rates had increased to 72%, 66%, and 68%,
respectively.

V. DHSS

DHSS initially refused to play an
active role in DMAHS’ reforms or to
initiate any of its own. In fact, during
the ACLU’s five-year history with
New Jersey’s childhood lead poisoning
prevention program, DHSS’ actions
frequently frustrated DMAHS’ ability
to move forward. In late 2003, for
example, the single individual responsible for
DHSS’ surveillance system moved to another
position within DHSS. His position remained
vacant for approximately nine months before
DHSS hired a replacement. During that period, DMAHS had no access to data maintained
by the system to determine the numbers of
Medicaid-enrolled children who had or had
not been screened.
In late 2002, the one nurse who purportedly
oversaw the provision of case management
and environmental assessments by local health
departments and POrSCHe programs retired.
Her position remained vacant until late 2004.
During that period, no one at DHSS exercised
any oversight over those programs. Her
replacement reportedly discovered, among
other things, that some local health departments were not conducting environmental
hazard assessments in the manner contemplated by the Universal Screening Law and that
others were using environmental hazard
inspectors, instead of trained social workers or
nurses, to provide case management services.
Again in 2003, the ACLU asked DHSS to
modify index cards it distributed to day care
centers to facilitate immunization audits.
Because, at that time, different day care programs and pediatric groups used different
health forms, directors and staff were encouraged to transfer immunization information
from the health forms onto the index cards.
When conducting the audit, the auditors only
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reviewed the cards, not the original health
forms. The card, however, did not contain a
space for lead test results. While the Irvington
Health Officer, acting on her own initiative,
modified the cards to include lead without
prior DHSS approval, the Camden Health
Officer would not act without authorization
from DHSS. DHSS considered the issue for
almost one year before finally agreeing to
modify the cards.

Funding to use some of that money to
promote or provide lead screening and
treatment;74

In 2003, three years after the ACLU’s initial
involvement with New Jersey, the CDC
increased its programmatic demands on states
that received CDC funding for lead poisoning
prevention, including New Jersey. Among
other things, it required recipients of funds for
fiscal year 2003 to develop a plan to eliminate
childhood lead poisoning by 2010; a targeted
statewide screening plan; a statewide childhood lead surveillance system; and a written
case management plan to reduce injury to lead
burdened children. In return, it offered to provide these states with additional technical and
scientific assistance.72
The presence of the CDC, continued pressure
from the ACLU, the visible success of
DMAHS’ collaboration with the ACLU and
ACNJ and a 2004 change in the leadership of
its lead program resulted in DHSS finally taking action. In 2003, DHSS established four
regional coalitions to coordinate lead education activities throughout the state under the
supervision of a full-time lead educator hired
in 2000.73 In 2004, it published the Childhood
Lead Poisoning Elimination Plan mandated by
the CDC and called for an increase in the percentage of children screened by two years of
age from 40% to 85%.

Purchased 100 portable lead analyzers for
distribution to walk-in and communitybased health clinics in 16 high-risk municipalities;75

•

Announced its intention to purchase
44,000 lead dust testing kits for distribution to pregnant women and new mothers
living in pre-1978 housing;76

•

Funded and/or participated in two different pilot projects to provide on-site lead
testing at WIC sites in Newark;77

•

Developed and piloted a tool kit for physicians and their staffs to encourage pediatric practices to conduct on-site blood
lead testing;78 and

•

Abandoned its efforts to work with the
State’s Office of Information Technology
to develop a functional surveillance system. Instead, it entered into a contract with
an outside vendor to install a system similar to that used by North Carolina’s lead
poisoning prevention program.79

While DHSS is to be commended for taking
action, it has permitted some of these initiatives to stagnate. For example, at least two of
the four regional lead coalitions floundered
because DHSS, while providing them with
funding, failed to provide them with necessary direction and guidance. They had little
understanding of their mission or how to
obtain the cooperation of necessary local
agencies, organizations and advocates.
Recently, the lead health care educator stated
that these two coalitions have spent most of
the last two years coaxing coalition members
to the table.

Also in 2004, DHSS:
•

•

Required local health department recipients of State Public Health Priority
15
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With respect to the Elimination Plan, DHSS
has yet to publish an implementation plan setting forth the steps that it and other state agencies will take to achieve the goals set forth in
the Plan, the individuals responsible for those
steps, the time periods within which they will
be accomplished and the cost of those steps to
the state. With respect to Public Health
Priority Funds, DHSS has not adequately
emphasized to the local health departments
the degree to which they are to prioritize
childhood lead poisoning prevention in their
expenditure of such funds. In fiscal year 2005,
local health departments allocated to childhood lead poisoning prevention only $77,000
of the more than $2,400,000 available to
them.80 With respect to the portable lead analyzers and dust wipe kits, DHSS has failed to
distribute them in a timely manner. In May
2005, some portable lead analyzers were
recalled because recent tests showed their
results to be only 75% accurate.81 As of
September 2005, only 5,000 of the 44,000
lead dust wipe kits had been distributed, 230
had been returned for analysis, and 59 had
tested positive for lead.82 With respect to the
physician tool kits, DHSS does not have the
funding to reproduce and distribute them.
In addition, DHSS has made little meaningful
effort to coordinate its activities and the activities of the regional lead coalitions with
DMAHS’ attempts to expand its on-site
screening and community education initiatives. There can be no doubt that if DHSS and
DMAHS simultaneously promoted an on-site
screening initiative, the availability and use of
portable lead analyzers, a community education initiative capitalizing on the local expertise and contacts of the regional lead coalitions, and the availability of dust-wipe kits in
the same high-risk towns and municipalities at
the same time, DHSS and DMAHS would
have a far greater impact than they have acting alone.

VI. CONCLUSIONS AND
RECOMMENDATIONS
Childhood lead poisoning in New Jersey
remains as much a problem today as it was
in 2000. The CDC estimates that approximately 1.6% of all children between the ages
of one and five living in the United States
have elevated BLLs.83 In October 2004,
DHSS reported that 3% of all children tested
during state fiscal year 2003 had elevated
BLLs — almost twice the national average.
In Newark and Trenton, 8% of all children
tested were lead burdened. In the city of
East Orange, and the municipality of
Irvington, approximately 9% of all children
tested were lead burdened.84
Despite the progress that has been made to
date, New Jersey has much work to do if it
wishes to meet its goal of screening 85% of
all one and two-year olds by 2010.
Unfortunately, some of the institutional barriers described earlier continue to exist. Those
barriers must be addressed and resolved if
New Jersey is to continue to increase its
screening rates.
A. Continued lack of leadership
The most significant impediment is the
continued lack of state leadership. There is
no entity or individual within state government to hold DHSS accountable for its failure to implement the Universal Screening
Law in a timely manner. There is no entity
or individual within state government to
ensure the institutionalization of the
changes made in response to pressure from
the ACLU or the CDC and to continue to
push for reform. There is no entity or individual within state government to ensure
coordination between DHSS, DMAHS, and
the other state agencies engaged in childhood lead poisoning prevention. The
ACLU, ACNJ, LSNJ, and the Office of the
Child Advocate recommend that:
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Recommendation 1: In early 2006, the governor elected in November 2005 proclaim
that the elimination of childhood lead poisoning by 2010 will be a priority of his
administration.

Childhood lead poisoning in
New Jersey remains as much
a problem today as it was in
2000. The percentage of lead
burdened children residing
in New Jersey is almost
twice the national average.

Recommendation 2: Early in 2006, the new
governor designate an individual in his
office to assume leadership of the state’s
childhood lead poisoning prevention program, to coordinate the efforts of DHS,
DMAHS, and other state agencies involved
in childhood lead poisoning prevention and
to move those efforts forward.

DMAHS reports that approximately onethird of the children who were identified as
lead burdened in state fiscal year 2003 were
Medicaid-enrolled. Who are the other children? Are they privately insured, uninsured,
or eligible for Medicaid and simply not
enrolled?87 Are they African-American, West
Indian, Caucasian, or recent immigrants from
other localities?

B. Continued lack of meaningful data
Although DHSS recently contracted with an
outside vendor to develop a surveillance system, DHSS anticipates that the system will not
be fully operational until June 2006. Thus,
almost ten years after the New Jersey State
Legislature passed a law requiring DHSS to
develop a surveillance system, DHSS still does
not have one. As a result, the type of data
DHSS generates and makes public is extremely
limited, as is its understanding of the trends
and patterns of exposure within the state.

Are DHSS and DMAHS even targeting the
right age groups? According DHSS, the
results of lead tests administered during state
fiscal years 2000 and 2001 reveal that three,
four, and five year olds are more likely to be
lead burdened than one and two-year olds.
DHSS has not made similar data for fiscal
years 2002 and 2003 publicly available.

According to DHSS’ most recent statistics,
almost three-quarters of all reported cases of
childhood lead poisoning fall within the jurisdiction of the following 13 local health
departments: Newark, Paterson, Irvington,
East Orange, Jersey City, Middlesex County,
Elizabeth, Passaic City, North Bergen,
Trenton, Plainfield, Cumberland, and Camden
County.85 Yet DHSS has not publicly identified
the most toxic neighborhoods and communities within those jurisdictions. According to its
Elimination Plan, this data will not be made
public until June 2007.86

Table 788
Percentage of children tested during the year indicated who had
BLLs equal to or greater than
10µg/dL, categorized by age

In addition, DHSS appears to have little
understanding of the children being screened
and the children with elevated BLLs.
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Data generated by DMAHS at the end of fiscal
year 2002 for Medicaid-enrolled children in
Camden City and Irvington reveals the same:

Table 8
Percentage of Medicaid-enrolled
children tested for lead who had
BLLs equal to or greater than
10µg/dL, categorized by age
May 2002

The ACLU, ACNJ, LSNJ and the Office of the
Child Advocate recommend that:
Recommendation 3: The governor make
immediately available to DHSS the
resources necessary to ensure that it has a
functional information management system
capable of producing necessary data no
later than June 30, 2006.
Recommendation 4: With the data they
currently have, DHSS and DMAHS make
available to the public, by January 1, 2006,
the zip codes within the jurisdictions of the
13 local health departments that have the
highest incidents of childhood lead poisoning, and a demographic profile of those
children who are being screened and those
children known to have elevated BLLs.
C. Continued lack of meaningful targeted
outreach plan
Because the risk for lead exposure is not distributed evenly throughout the population,

the CDC recommended in 1997 that states
target high risk neighborhoods and children
for additional educational and screening
activities.89 Yet neither DHSS nor DMAHS
has developed a targeted education or screening plan. On more than one recent occasion,
DHSS has commented that New Jersey does
not need such a plan because the Universal
Screening Law requires that all children be
screened.
Such a comment ignores the purpose behind
targeted plans. Even in a state that requires
universal screening, not all children are equally at risk of lead poisoning. Targeted plans,
among other things, ensure that limited state
and local financial and administrative
resources are wisely and strategically spent so
that the public health officials reach the
largest number of children at the greatest risk
and that taxpayers, who are funding the state’s
lead poisoning prevention efforts, receive the
greatest return for their money.
As previously mentioned, DMAHS and
DHSS have not effectively collaborated on
efforts to educate the public and increase
screening. The Elimination Plan acknowledges that educational efforts have been disjointed and have not reached “New Jersey’s
diverse ethnic and cultural populations.”90
While DMAHS is promoting filter paper
screening, DHSS is promoting portable lead
analyzers and dust wiping kits. While
DMAHS is auditing Medicaid providers to
determine which ones need to be educated on
the screening and treatment mandates of the
Medicaid Act, DHSS is doing little to educate those recalcitrant doctors who service
the privately insured and the uninsured about
the screening and treatment mandates of the
Universal Screening Law.
The ACLU, ACNJ, LSNJ, and the Office of
the Child Advocate recommend that:
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Recommendation 5: By April 1, 2006,
DHSS and DMAHS, working together,
develop and publish a plan to increase
the educational and screening activities
in the high-risk zip codes identified in
response to Recommendation 4, with
particular emphasis on those groups of
children, defined by Medicaid-status,
age, gender, race, and ethnicity, who
reside within the zip codes and are not
being screened.

Lead burdened children
are still not receiving the
corrective treatment and
services to which they are
legally entitled.
c. Ensure that the 13 local health departments previously identified include lead in
their immunization audits, conduct those
audits on an annual basis and follow auditing protocols utilized by the Irvington
Health Department and Programs for
Parents.

At a minimum, the plan should set forth as
one of its goals the screening of all children
enrolled in a day care program or who visit
a health care professional in the targeted
areas, and describe the specific steps that
DHSS and DMAHS will take to build on
the lessons learned from DMAHS’ reform
initiatives. Specifically, it should describe
the steps that DHSS and DMAHS will take
to:

d. Identify medical practice groups, community health clinics, FQHCs and FQHClook-alikes that service the Medicaidenrolled and the uninsured in each of the
targeted areas and make available to them
all reputable methods of testing for lead,
including the filter paper method and the
portable lead analyzers. (To date, DHSS
has refused to make the filter paper
method of testing available to local health
departments.)

a. Ensure that licensed day care programs
that enroll children residing in the highrisk zip codes adopt screening policies
and a uniform record keeping system to
track those who have been screened and
those who have not; collaborate with
local school districts to mandate that all
children enrolling in Abbott pre-school
programs receive lead screens; and lobby
for the passage of legislation that would
require all children attending day care
programs to be tested for lead.91

e. Audit, or in the case of DMAHS, continue
to audit health care providers, FQHCs,
community health centers, FQHC lookalikes, and local health departments on a
periodic and regular basis to determine
their screening rates, and provide remedial
and continuing education to those professionals, practices, clinics, and centers that
have screening rates lower than 80%. The
state Universal Screening Law requires
doctors to screen. Their failure to do so is
a violation of that law.

b. Ensure that regional lead coalitions
develop and implement programs to provide regular and periodic training to all
day care directors, staff, family outreach
workers, and any other interested organizations and entities in the high-risk zip
codes on how to educate parents about
the dangers of lead poisoning and the
need for a lead screen.

f. Explore the possibility of withholding
of monetary reimbursement from
Medicaid health care professionals who
fail to screen at least 80% of the
19
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Medicaid-enrolled one and two-year
olds who come to them for medical
services.
In addition, the plan should provide for
aggressive outreach to those families whose
children do not visit health care professionals
or are not enrolled in childcare or day programs.

By the end of the most recent state fiscal
year for which data is available, local
health departments had completed only
71% of the mandated environmental assessments,93 and landlords and property owners
had abated only 35% of the properties with
identified lead hazards.94 As Table 9 illustrates, of the 13 local health departments in
highest risk areas, several had significant
backlogs.

Recommendation 6: Starting in October
2006, DHSS and DMAHS issue semi-annual progress reports to the public setting
forth the steps they have taken to date with
respect to the implementation of the plan.
D. Failure to treat
Lead burdened children are still not receiving
the corrective treatment and services to which
they are legally entitled. There are still no
written guidelines instructing local health
departments how to interface with the
Medicaid HMOs with regard to the provision
of case management services. There are still
no written guidelines defining best practices
for local health departments in terms of follow-up blood testing, case management services and environmental hazard assessments.
In direct violation of the Universal Screening
Law, children known to have persistent BLLs
of between 15 and 19µg/dL are still not receiving case management services from their local
health departments. Although the Elimination
Report states that DHSS will seek to obtain the
resources to provide such children with services, it does not state when or how.92
The degree to which children with BLLs equal
to or greater than 20µg/dL are receiving follow-up testing and case management services
from local health departments is unclear. As of
April 2005, less than one-half of the roughly
800 children known to have BLLs over
20µg/dL were enrolled in POrSCHe programs.

Table 9
Percentage of environmental hazard assessments outstanding at
the end of fiscal year 200395

The ACLU, ACNJ, LSNJ and the Office of
the Child Advocate recommend that:
Recommendation 7: By April 1, 2006,
DHSS and DMAHS, working together,
develop and publish a plan to ensure that
all lead burdened children receive, in a
timely manner, the follow-up blood testing,
case management services, and environmental hazard assessments to which they
are legally entitled.
Recommendation 8: Starting in October
2006, DHSS and DMAHS issue semiannual progress reports to the public setting forth the steps they have taken to
date with respect to the implementation
of the plan.
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