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This brief presents an overview of health care financing for children in the 
Commonwealth of Massachusetts, and was prepared as background material 
for the November 29, 2001, and January 17, 2002, meetings of the 
Massachusetts Consortium for Children with Special Health Care Needs .  
The focus of the agenda for these two meetings of the Consortium was to 
assess the current status, opportunities and strategies for achieving one of the 
national goals contained in the10-year Action Plan to Achieve Community-
based Service Systems for Children & Youth with Special Health Care Needs 
and Their Families (U.S. Dept. of Health & Human Services, 2001):  All 
families of children with special health care needs will have adequate private 
and/or public insurance to pay for the services they need. 
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 Health Insurance Status of Massachusetts Children. 
 
 
Uninsured Children 
 
The Massachusetts Division of Health Care Finance and Policy, 2000 Health Insurance Status of 
Massachusetts Residents Survey, estimates the rate of uninsured children in the Commonwealth 
as 3%, down from 6.3% in 1998.  The lowest rate of uninsured in the Commonwealth is among 
children ages 18 and younger.  These numbers, however, present only a very simplified picture 
of the complexities of providing adequate insurance for children in Massachusetts. 
 
Within the group of uninsured children, 68% are between the ages of 6 and 18 years.  Uninsured 
children are more likely to live in low income homes (40%) than insured children (25%).  
Hispanic children are more likely to be uninsured than other racial or ethnic groups.  More than 
half of uninsured children (60%) live in households with incomes at or above 200% of the 
Federal Poverty Level.  Uninsured children are more likely to live in Metro Boston, Worcester 
and the Southeast regions of the Commonwealth.   
 
In 2000, approximately 75% of both insured and uninsured children reported needing medical 
care in the previous 12 months; however, children without health insurance were twice as likely 
not to seek care as children with health insurance.  While insured children were more likely to 
visit a physician, uninsured children were more likely to visit the emergency room.  About 13% 
of uninsured children reported having a medical condition or disability, compared with only 7% 
of insured children.  Uninsured children with a chronic medical condition were less likely to visit 
a physician in the last 3 months compared with insured children with a chronic medical 
condition.   

 
 
 

Percent of Children Not Seeking Care for Chronic Condition  
by Type of Care and Insurance Status  
(MA Division of Health Care Finance and Policy) 
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Overview of MA Public Insurance and Financing Programs 
Available to Children 
 
 
MassHealth 
 
MassHealth is managed by the Massachusetts Division of Medical Assistance (DMA) and 
provides health care benefits to low and medium income families in the Commonwealth.  
MassHealth provides health care benefits to its members through seven coverage types: 
Standard, CommonHealth, Family Assistance, Basic, Buy-In, Prenatal, and Limited.  Enrollment 
in MassHealth requires proof of income before taxes, such as pay stubs, tax return or check stubs 
from other income sources.  The Standard Coverage and Family Assistance programs are 
described below.  Two additional programs of particular importance to children with special 
health care needs and their families managed through DMA, the Kaileigh Mulligan Program and 
CommonHealth are also described. 
 
DMA covers services that are deemed medically necessary by a physician.  The definition for 
medical necessity used by DMA is as follows: 

1. It is reasonably calculated to prevent, diagnose, prevent the worsening of, alleviate, 
correct or cure conditions in the recipient that endanger life, cause suffering or pain, 
cause physical deformity or malfunction, threaten to cause or to aggravate a handicap, 
or result in illness and infirmity; and 

2. There is no comparable medical service or site of service available or suitable for the 
recipient requesting the service that is more conservative or less costly.  Medical 
services shall be of a quality that meets professionally recognized standards of health 
care, and shall be substantiated by records including evidence of such medical necessity 
and quality.   
 

Standard Coverage 

Standard coverage offers a full range of benefits to children ages 1-18 years whose families must 
have a monthly income of no more than 150% of federal poverty level.  As of April 1, 2001 
federal poverty level was $1,471/month for a family of four, annualized to $17,652.  Children 
who are over the income level for Standard coverage, but are determined disabled under state 
and federal law, may be covered under two additional programs that are described below, the 
Kaileigh Mulligan or CommonHealth programs.  Citizenship and immigration status are also 
considered for eligibility.  As of October 31, 2001 there were 386,972 children under age 18 
enrolled in Standard Coverage. 

Under federal requirements, state Medicaid programs are required to cover inpatient and 
outpatient hospital services, rural health clinic, lab and x-ray tests, nurse practitioner services, 
nursing facility services and home health, EPSDT for children under 21 years, family planning 
services, physician services, medical and surgical dental services and nurse midwife services.  In 
Massachusetts, the following 25 optional Medicaid services are also covered:  podiatrist, 
optometrist, psychologist, private duty nursing, clinic services, dental services, physical therapy, 
occupational therapy, speech and language therapy, prescription drugs, dentures, prosthetic 
devices, eyeglasses, diagnostic, screening, preventive, rehabilitative, intermediate care for the 
mentally retarded (ICF/MR), inpatient psychiatric for children under age 21 years, nursing 
facility for under 21 years, emergency hospitalization, personal care, transportation, case 
management, and hospice.
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Family Assistance Plan 

The Family Assistance Plan offers coverage for families whose income is no more than 200% of 
the federal poverty level.  Family Assistance pays part of health insurance premiums if the 
family has qualified health insurance from an employer, or allows children to enroll in 
MassHealth for a monthly premium.  Family Assistance offers healthcare benefits right away for 
a limited period if families are unable to provide proof of income. The benefits are equivalent to 
Standard Coverage but do not include transportation services except for emergency ambulance 
services.  As of October 31, 2001 there were 19,748 children under age 18 years enrolled in this 
plan. 
 

The Kaileigh Mulligan Program 

The Kaileigh Mulligan Program provides MassHealth services and benefits to certain children 
with severe special needs who are over the income standards for MassHealth eligibility and 
require the same level of ongoing nursing and medical needs as a child living in a pediatric 
nursing home or hospital.  There are currently 198 children enrolled in this program in 
Massachusetts through DMA (as of December 20, 2001).  Additional children, estimated to be 
40-50 are enrolled each year through the Massachusetts Commission for the Blind.  Total 
enrollment in the Kaileigh Mulligan Program (KMP) has averaged 250 children each year since 
it was established.  This program was developed out of Section 134 of TEFRA 1982 (Tax Equity 
and Fiscal Responsibility Act) P.L.97-248 and Section 1902(e) of the Social Security Act.  To be 
determined eligible, a child under age 18 years must: 1) meet Title XVI disability standards or 
were receiving SSI on August 22, 1996 and continue to meet the Title XVI standards that were in 
effect prior to August 22, 1996; 2) have $2,000 or less in countable assets; 3) have a countable 
income amount of $60 or less or if greater than $60 meet a deductible in accordance with 130 
CMR 520.023 et seq; and, 4) require a level of care equivalent to that provided in a hospital or 
pediatric skilled nursing facility in accordance with 130 CMR 519.006(A)(3) and (4).  
Additionally, the care provided outside an institution must be determined appropriate by DMA 
and the estimated cost paid by MassHealth would not be more than the estimated cost if the child 
were in an institution.  Children enrolled in the KMP receive the standard benefits package 
described above.   
 
CommonHealth Plan 

The MassHealth CommonHealth Plan offers health benefits to disabled adults and children who 
are over the income limits for standard MassHealth. As of October 31, 2001, there were 2,761 
children enrolled in this program.  This program is a waiver program and receives matching 
federal funds.  Children must be under the age of 18 years and show evidence of a chronic 
disability as determined by DMA, based on the definitions in the Social Security Act. Although 
there is no income cap under the plan, DMA will determine if a monthly premium is due, based 
on a sliding fee scale.  The benefits are equivalent to Standard Coverage.  The CommonHealth 
Plan offers certain CSHCN and their families the opportunity to purchase critical wrap-around 
coverage for the comprehensive benefits included in MassHealth to augment limitations of their 
private insurance.  
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Department of Public Health 
 
The Massachusetts Department of Public Health (DPH) administers a number of programs to 
help families and individuals who are uninsured or underinsured gain access to health care 
services.   
 
Children’s Medical Security Program 

The Children’s Medical Security Program (CMSP) provides eligibility for basic coverage to 
children above 200% of the federal poverty level and to those who may be ineligible for 
MassHealth due to immigration status.  This program is contracted out and administered by a 
managed care company.  CMSP is a health insurance program that provides children and 
adolescents with access to primary care and preventive services.  Any child age 18 or younger 
who lives in the Commonwealth who is uninsured for primary and preventive health care and is 
not eligible for primary or preventive health care coverage through MassHealth is eligible for 
coverage under CMSP.  As of November 20, 2001 there were 25,057 children enrolled in the 
CMSP.   

The premium amount paid for coverage under CMSP depends on family size and income.  For a 
family of four, with a pretax income of $35,304 or less, the program is free; for a family of 4 
with a pretax income of $70,609 or more, the program is $52.50 per month per child.  There are 
no upper income limits on eligibility. 

Benefits under CMSP include well child care, immunizations and family planning with no co-
payment; a sliding scale co-payment is required for sick child office visits, specialty 
consultations, emergency care (up to $1,000 per child/year), lab tests, x-rays, diagnostic tests, 
outpatient mental health (up to 20 visits per child/year), durable medical equipment, prescription 
drugs (up to $200 per child/year).  Dental services are covered up to $1,000 per child/year with 
no co-payments.   
 
Catastrophic Illness in Children Relief Fund 

The Catastrophic Illness in Children Relief Fund was authorized by the Massachusetts legislature 
in 2000 and established in 2001 to help families bear the excessive financial burdens associated 
with the care of CSHCN.  The Fund is overseen by an independent multidisciplinary commission 
supported by the Division of Special Health Needs staff.  Families of children from birth to 18 
years are eligible to apply for funds to help pay for care.  Anticipated budget for FY 2002 is 
approximately two million dollars.   
 
Special Medical Fund 

The Special Medical Fund is administered through DPH to help families cover expenses related 
to their child’s special health care need when private or public benefits are not available for the 
item or service being requested.   

The Special Medical Fund is an umbrella term for five “payment of last resort” specific funds.  
Two of these funds, Flexible Family Support and the Nursing Agency Fund, are administered by 
the care coordinators in DPH regions and are not income based.  Flexible Family Support allows 
DPH to provide families with up to $600 per year to reimburse expenses related to caring for a 
child with a special health care need.  For FY 2002, the fund has a budget of $172,000 and 
approximately 400 families are assisted through this fund each year.  The Nursing Agency Fund, 
a $50,000 fund, covers the cost of home nursing or home health care services not otherwise 
covered for a child with special health care need.  This fund assists approximately 300 families 
annually.
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There are three additional funds, which are handled centrally in the Boston office by DPH and 
have income eligibility standards.  The Phenylketonuria (PKU) Nutritional Supplements Fund 
provides funding for low protein supplements for children and adults with PKU.  This fund has 
an annual budget of $90,000.  The Hearing Aid Fund, which has a budget of $80,000, pays for 
hearing aids and hearing evaluations not covered by insurance for qualified children.  And, the 
Epilepsy Medication Fund, pays for seizure medications for children or adults who have epilepsy 
whose medication is not covered by other funding sources.  This fund has a budget of $36,000 
for FY 02 and currently provides funding for approximately 15 people.   
 
 
Division of Health Care Finance and Policy 
 
The Division of Health Care Finance and Policy is responsible for the health care information, 
pricing and regulatory functions for the Commonwealth.  The Division also administers the 
Uncompensated Care Pool. 

 
Uncompensated Care Pool 

The Uncompensated Care Pool is a fund to reimburse acute care hospitals and community health 
centers for medically necessary services provided to individuals who are uninsured or 
underinsured.  The fund was started in 1985 to distribute the burden of providing free hospital 
care more equitably among hospitals and to therefore eliminate the disincentives that a hospital 
might have to provide such care.  The Uncompensated Care Pool is the payer of last resort for 
hospital care.  Patients with family incomes under 200% of FPL are eligible for full free care of 
hospital costs, and those with family incomes between 200-400% of FPL are eligible for partial 
free care.  Children under age 18 accounted for 11.5% of the applications for free care as of June 
22, 2001.  The average family income of applicants is $9,886.  The Uncompensated Care Pool 
does not cover all medical costs; physicians can still bill families for their services.   
 
 
Problems Accessing Public Programs 
 
Health Care for All “HelpLine” Data 

Several trends in health insurance coverage for children were noted in reviewing “Helpline” calls 
received at Health Care for All.  During the first 11 months of 2001, 214 calls were received 
related to child health insurance issues.  The following key issues were identified: 

§ Changes in circumstances leading to a child losing MassHealth coverage.  Most of these 
children were rolled over to CMSP, or referred to this program.   

§ Need for coverage for pediatric psychiatric services, including children enrolled in CMSP 
but who wanted to see a particular provider. 

§ Need for coverage for inpatient services for children enrolled in CMSP.  

Additionally, a number of calls were received regarding youth transitioning to adulthood who 
were not employed full time or in school and were going to lose their private insurance or 
MassHealth coverage.   
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 Barriers to CSHCN Receiving Care: Survey Evidence 
 
 
Consumer Assessment of Health Plans Survey (CAHPS): Department of 
Medical Assistance 
 
The CAHPS survey tool was used in Massachusetts to examine satisfaction of care for children 
enrolled in the 5 Medicaid contracted HMO’s in Massachusetts in 2000.  A composite score for 
“getting needed care” was assessed for each plan.  This composite score included 4 separate 
items: waiting for approval, getting necessary care, getting a personal doctor, and getting 
referrals to specialists. Composite scores for health plans ranged from 79-86% of families 
reporting that getting care was  “not a problem.”  The lowest response for all the plans was in 
getting referrals to specialists (the median response for “not a problem” for this specific item was 
74%).  These results were not reported separately for CSHCN. 
 
 
“Your Voice Counts” Family Survey:  Family Voices 
 
Between March 1998 and April 1999 Family Voices and Brandeis University conducted a 
national survey of the health care experiences of families of CSHCN.  Families were randomly 
selected from state Title V programs and Family Voices mailing lists.  In Massachusetts, 103 
families completed the Your Voice Counts survey.  The descriptive data below illustrate the 
complexities of financing care and services for CHSCN in the Commonwealth:  

§ All of the children surveyed had health insurance; however, 4% of the children had been 
without insurance at some point within the previous 12 months. 

§ Half of the children had their primary health insurance paid for jointly through an 
employer and their family; 31% of the children had Medicaid for their primary health 
plan. 

§ 55% of the children had secondary health insurance through a public program. 
 
Additional questions in the Your Voice Counts survey addressed the adequacy of health 
insurance coverage for CSHCN.  Among the 103 Massachusetts families in the survey sample, 
53% percent of families indicated that their plan was “excellent” or “good” in terms of overall 
benefits meeting their child’s needs.  While 39% were “very satisfied” with their health plan, 
10% were “very dissatisfied” and 12% were “somewhat dissatisfied.”  Of those families 
reporting that they used a specific service, 22% indicated problems receiving specialty care 
services, 29% reported problems receiving prescription drugs, 39% reported problems receiving 
mental health services, and 58% reported problems receiving home health.  As an indicator of 
“underinsurance,” Twelve percent of families spent $5000 or more in out of pocket expenses for 
their child’s health care. 
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Many of the 103 families surveyed received services from a range of publicly supported 
programs and agencies. 

Early Intervention (based on children under age 3)  90% 
SSI        39% 
School health services (based on children above age 5) 97% 
Title V        38% 
DMH        24% 
DMR        46% 

 
 

“Shared Responsibilities” Project at Neighborhood Health Plan:  New 
England SERVE 
 
In 2000, as part of a quality improvement project targeting care for CSHCN, Neighborhood 
Health Plan (NHP) surveyed all of their pediatric primary care providers and a sample of 
families caring for children identified as likely to be cshcn.  New England SERVE analyzed 
results of 542 completed Family Surveys (309 English/233 Spanish) and 172 Provider Surveys.  
Families enrolled in NHP highlighted barriers in access to mental health providers, access to 
specialty providers, and ease of referrals for emergency services in time of crisis.  Families also 
identified additional need for assistance in coordinating health care and school services and help 
in getting needed services such as transportation, adaptive equipment, mental health services, 
disposable medical supplies, home nursing.  Approximately one half of the families surveyed 
received help from a state agency, including the Department of Public Health, Department of 
Mental Retardation, Department of Mental Health, Massachusetts Commission for the Blind, 
Massachusetts Commission for the Deaf and Hard of Hearing, and the Department of Social 
Services.  Twenty-six percent of the families surveyed received help from DPH and 12% from 
DMH.  

 
Providers’ survey responses emphasized opportunities for improvement in many of the same 
areas as families.  Top priorities for primary care providers serving CSHCN included improved 
access to mental health services and developmental evaluation; increased availability of pediatric 
inpatient psychiatric care; improved communication with mental health providers, specialists, 
and schools; and increased time to meet with families caring for CSHCN. 
 
 
Illustrating Gaps in Insurance Coverage for CSHCN 
 
Brief descriptions of gaps in existing insurance coverage are provided below.  These examples 
are offered to illustrate existing gaps in health care financing for CHSCN in Massachusetts.  
 
Child #1:  Limitations on Access to Known Specialty Providers  

A 5-year-old boy with history of prematurity, congenital heart defect, complicated neonatal 
course, feeding difficulties, G tube, and oral sensitivities is falling off of growth curve.  Request 
for continued feeding therapy with known provider denied because of lack of insurance contract 
with BCBS.   

Critical Issue: 
§ Change in insurance provider or policy changes while continuously enrolled can disrupt 

continuity of coverage with known and trusted provider 
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Child #2:  Gaps in Coverage for Mental and Behavioral Health Services 

A 6-year-old boy with previous diagnosis 3 years ago of PDD-NOS vs. significant language 
delay and apraxia.  Insurer has changed since initial evaluation.  Currently seeking a review of 
diagnosis and therapeutic/educational needs.  Only able to use insurance for part of the team 
evaluation because of a lack of contract for behavioral health services.   

Critical Issue: 
§ Separation of coverage for medical and behavioral health services results in gaps in 

comprehensive evaluation 
  
Child #3:  Barriers to Speech and Language Services 

A 3½-year-old boy with PDD has a history of significant speech and language delay.  Initial 
speech evaluation was conducted at 2 years of age and parents were referred to Early 
Intervention but did not follow though; second speech evaluation at 3 years indicated additional 
concerns with social interaction.  Child was referred to public school system and had initial 
screening and evaluation; services were delayed and the child started a school program at 3 
years, 10 months.  Insurance does not cover speech therapy outside of school or EI program.  
Parents were reticent about applying for CommonHealth because of the perceived stigma. 

Critical Issues: 
§ Coverage for speech and language services outside of school not included in some 

commercial insurance 
§ Opportunities for public education to address perceived stigma regarding public programs 
§ Need for family support and care coordination to ensure access to needed medical 

services 
 
Child #4:  Limitations of Basic Insurance Programs 

A 13-year-old girl with rickets, seizure disorder, kidney malformation, reflux, mental retardation 
and developmental delays, currently receives MassHealth Limited.  She and her mother are 
undocumented and her immigration status is pending.  She does not have a social security 
number.  The MassHealth Limited Program has not covered her leg surgeries, some medications, 
physical therapy, or adaptive equipment.  The cost for the surgery is still pending.  DMR covered 
the adaptive equipment through their cash assistance program for family needs. 

Critical Issues: 
§ Immigration status 
§ Limited coverage of needed services for CSHCN, including surgery through basic 

           insurance programs 
 
Child #5:  Prescription Drug Limitations 

A 10-year-old with severe asthma who is enrolled in HCHP and was previously denied eligibility 
for CommonHealth, had no prescription drug coverage.  The family has been paying out of 
pocket for pharmaceuticals needed for asthma.  Some of the out of pocket cost was reimbursed 
through the Special Medical Fund at DPH and the child is now receiving CommonHealth 
benefits.   

Critical Issue: 
§ Limited coverage for prescription drugs on many plans 
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Child #6:  Limitations of Free Care Pool 

A 2½-year-old girl from Guatemala with cystic fibrosis has had frequent hospitalizations and a 
gastrostomy tube for feeding.  Medical supplies and medications are not covered by the Free 
Care Pool.  She also has outstanding medical bills from specialty clinics at Children's Hospital. 
The family has been told to request “Free Services” when she goes to the hospital.  If the 
physician approves, the family will not get billed; however, if the physician does not agree, they 
are billed.  Some funding has been provided with flexible dollars through the Special Medical 
Fund at DPH and some from Children's Hospital.               

Critical Issue: 
§ No coverage for medication, supplies and medical services through the Free Care Pool 

 
Child #7:  Children’s Medical Security Plan Limitations 

A child with ADHD is covered under the Children's Medical Security Plan, but has exhausted 
the mental health benefits.   DPH care coordinators are checking on whether level of disability 
may meet the eligibility criteria for SSI or whether the child may be eligible for CommonHealth.  
Income eligibility may not be a problem for SSI, but there may be excess resources in the family 
for CommonHealth.  Additional mental health visits are needed to monitor child while different 
medications are being tested. 

Critical Issue: 
§ Limitations in coverage for mental health services 
 

Child #8:  Gaps in Coverage for PT, OT and Speech Therapy 

A school-age child with autism has reached the cap in coverage for PT, OT and speech therapy 
through BCBS.  Parents are paying excessive out-of -pocket costs for therapies that the child still 
needs.  Parents have excess resources for SSI eligibility.  School district paying for some 
therapies through education plan during the school day, but more therapies are needed outside of 
school day, and in summer months.  Applied to CommonHealth for wraparound coverage but 
choose not to enroll because monthly premium deemed not affordable by family. 

Critical Issues: 
§ Annual caps in coverage for therapies 
§ CommonHealth premiums may present barriers 

 
Child #9:  Gaps in Commercial Benefit Plans 

Nine-year-old girl newly diagnosed with sensory neural hearing loss.  New enrollee at NHP. 
Request for hearing aid made, but not a covered benefit under the commercial plan purchased by 
family’s employer. Family has requested a benefit exception.  Hearing aids are specifically 
excluded in the member handbook for this family’s plan. 

Critical issues: 
§ Reconciling different purchaser limitations 
§ Applying a rational and appropriate medical necessity definition.
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Future Trends & Challenges 
  
Despite the recent success of public policy and outreach efforts to decrease the number of 
uninsured children in Massachusetts, we expect the number of uninsured children in the state to 
grow as families lose coverage as a result of the current sagging economy.  In a recent Public 
Forum article in the Boston Globe, Andrew Dreyfus, President of the Blue Cross & Blue Shield 
of Massachusetts Foundation, highlighted disturbing trends in the number of uninsured citizens 
in Massachusetts as reported by the US Census Bureau.  While the number of Americans without 
insurance declined overall in 2000, that number actually increased in Massachusetts, with more 
than 600,000 (9.5 %) people in the Commonwealth estimated to be lacking health insurance. 
Dreyfus offers a number of low-cost steps for consideration by state policy makers including: 
§ creating a centralized enrollment and information center for all state programs, 

§ strengthening the Uncompensated Care Pool and promoting system reform to ensure the 
continuation of this safety net program, 

§ improving programs to insure low income workers, and,  

§ expanding and promoting the Medical Security Program for the unemployed.   
 
There is significant evidence that large numbers of CSHCN who have some form of insurance 
experience critical gaps between their medical needs and existing health care financing.  These 
gaps can be described as under-insurance, and may be attributable to real limitations in 
insurance benefits in both public and privately purchased benefits packages, the restrictive 
impact of medical necessity determinations that do not recognize the developmental needs of 
children, or an inability to identify and access available supplementary resources due to the 
complexity of health care delivery systems and financing in Massachusetts. These gaps are likely 
to increase as employers continue to respond to rising premiums in purchasing health insurance 
benefits by shifting costs to those who use services.   Members of the Massachusetts Consortium 
for Children with Special Health Care Needs will continue to review this background brief and 
will be working to identify potential strategies that the Consortium can adopt strengthening the 
health insurance system for CSHCN and their families. 
 

Resources 
Resources used in preparing this brief include: 
§ Access Update: Health Insurance Status of Massachusetts Children, Division of Health 

Care Finance and Policy, June 2001. 
§ Uncompensated Care Pool PFY00 Annual Report, Division of Health Care Finance and 

Policy, August 2001. 
§ MassHealth Member Booklet, Division of Medical Assistance, April 2001. 
§ CommonHealth Member Handbook, Division of Medical Assistance, October 2000. 

Additional information was obtained from web sites and/or personal communications with staff 
from the following organizations: 
§ Family Voices 
§ Health Care for All 
§ Massachusetts Department of Public Health 
§ Massachusetts Division of Medical Assistance 
§ Neighborhood Health Plan 
§ New England SERVE 


