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The Catalyst Center: Who are we?  

• Funded by the Division of Services for Children 
with Special Health Needs, Maternal and Child 
Health Bureau 

• A project of the Health and Disability Working 
Group at the Boston University School of Public 
Health 

• The National Center dedicated to the MCHB 
outcome measure: “…all children and youth 
with special health care needs have access to 
adequate health insurance coverage and 
financing”.   
 

Presenter
Presentation Notes
For those of you who are not familiar with the Catalyst Center, let’s start with just a quick overview of who we are and what we do....
Funded by the Division of Services for Children with Special Health Needs, Maternal and Child Health Bureau (MCHB)
A project of the Health and Disability Working Group at the Boston University School of Public Health
The MCHB has six core outcome measures for CSHCN and there is a national center dedicated to each.  We are the center dedicated to working with States and stakeholder groups on achieving the outcome measure that: “…all children and youth with special health care needs have access to adequate health insurance coverage and financing”. 




Who are children with special 
health care needs (CSHCN)? 
The federal Maternal and Child Health Bureau 

defines children with special health care needs 
as “...those who have or are at increased risk for 
a chronic physical, developmental, behavioral, 
or emotional condition and who also require 
health and related services of a type or amount 
beyond that required by children generally.” 
 

McPherson, M, et al. A new definition of children with special health care needs 
(Elk Grove Village, IL: Pediatrics, 1998),102: 137-140 
 

Presenter
Presentation Notes
Different systems think about who CSHCN are in different ways; for example, sometimes it’s based on specific diagnoses, sometimes based on eligibility for a particular program....to make sure that we have a shared understanding of the population we’re discussing today, let’s review the MCHB definition of children with special health care needs, which is the one I’ll be referencing throughout this presentation.  As you can see, this is a broad definition that encompasses all aspects of health: physical, developmental, behavioral and emotional.





CSHCN – Some data.... 
• How many children in 

the US have special 
health care needs? 
 
 

 
 
 
 
Source: National Survey of Children with 

Special Health Care Needs. NS-
CSHCN 2009/10. Data query from the 
Child and Adolescent Health 
Measurement Initiative, Data 
Resource Center for Child and 
Adolescent Health website. Retrieved 
10/23/13 from www.childhealthdata.org  

 

Private 52.4% 

Public 35.9% 

Private and Public 8.2% 

Uninsured 3.6%* 

What percentage of 
CSHCN have health 
insurance and what kind? 

Approximately 11 million or... 

15% of all children 

 Total insured 96.4% 
*At the time of the survey 

Presenter
Presentation Notes
How many children have special health care needs?  And what does their insurance status look like?

http://www.childhealthdata.org/


Most already have insurance.  So why 
think about CSHCN and health care 
reform? 

• Cost and quality of care 
issues 

• Underinsurance 
• Family financial hardship 
• Barriers to care 
 

Presenter
Presentation Notes
One of the primary goals of the ACA is to expand coverage – but most CSHCN already have health insurance.  So why are we thinking about them specifically today?  Here are four of the major reasons: (read slide)



Costs over the life course 
• The population of CSHCN is growing; 
• Many CSHCN grow up to be adults 

with disabilities, chronic illnesses and 
special health care needs;  

• Reducing costs and increasing quality 
in pediatric and adult health care 
(across the life course) is in all 
stakeholders’ best interests; 

• Individuals have a better chance at 
living longer, happier, more productive 
lives. 
 

Presenter
Presentation Notes
While the emphasis to date has been primarily on reducing costs and increasing quality in adult health care, where the perceived “big money” is, the population of CSHCN is growing. By definition, CSHCN use a disproportionate share of pediatric health care services (approximately 40-60%) and so their associated costs are higher than for children without SHCN.  In addition, many more CSHCN are living longer and becoming adults with disabilities, chronic illnesses and special health care needs, with all their associated costs. Finally, many chronic conditions in adulthood have their origins in childhood; so primary prevention strategies in childhood are key to maximizing adult health.  While these interventions include children in general as well as CSHCN, they are broadly applicable.  If we can avoid or improve on health problems earlier in life, overall costs across the lifespan should be lower.  These costs not only include health care but also associated societal costs.



Impacts on Families of CSHCN  

CSHCN whose families paid $1,000 or more out-of-pocket in 
medical expenses in past 12 months 

22% 

CSHCN whose health conditions cause financial problems for 
the family 

22% 
 

CSHCN whose health conditions cause family members to cut 
back or stop working  

25% 

Currently insured CSHCN whose insurance is inadequate to 
meet their needs 

34% 

Presenter
Presentation Notes
The statistics on this slide, from the NS-CSHC N, show that one of the major problems CSHCN and their families face is UNDERinsurance, with barriers to care and financial hardship as a direct result. 

http://www.childhealthdata.org/


So just having an insurance card 
isn’t enough... 

Coverage that meets the 
needs of CSHCN must be: 

•Universal and continuous 
•Adequate 
•Affordable  



A major step in the right direction… 
• The Patient Protection and Affordable Care Act 

of 2010 (Pub. L. 111-148) 
  signed into law March 23, 2010 
• The Health Care and Education Reconciliation 

Act (Pub. L.111-152) 
  signed into law March 30, 2010 

Together, they’re known as 
the Affordable Care Act, or 
ACA 

Presenter
Presentation Notes
ACA holds significant promise in addressing these issues ....but it also offers some uncertainties



Major Areas of Focus in the ACA 
• Insurance reforms (“Patient’s Bill of 

Rights” - consumer protections) 
• New or expanded pathways to 

coverage (Medicaid expansion, MOE, 
Marketplaces), paired with Individual 
Mandate (everyone has to have 
coverage) 

• Cost and Quality Provisions 

Presenter
Presentation Notes
There are three major areas of focus in the ACA; I’m going to concentrate the rest of my remarks on the first of these – the insurance reforms and consumer protections



ACA Insurance Reform and Consumer Protection 
Provisions – Selected Examples 

• Prohibition against denying coverage 
based on a pre-existing condition 

• Dependent coverage for youth up to age 
26 on their parent’s plan, effective 2010 

• No rescission of coverage regardless of 
the cost or amount of services used, 
effective 2010 
 

 



ACA Insurance Reform and Consumer Protection 
Provisions – Selected Examples 

• Guaranteed issue and guaranteed 
renewal, effective 2014 

• Section 2705 - prohibition against 
discrimination based on health status: 
explicitly lists genetic information and 
disability among the health status factors 
that cannot be used in considering 
eligibility or coverage, effective 2014  



ACA Insurance Reform and Consumer Protection 
Provisions – Selected Examples 

• Preventative Services w/o cost-sharing 
(no co-pay, co-insurance or deductible 
charged – in network only) 
– Applies to all new (non-grandfathered) group 

health plans (fully insured and self-funded) 
and new individual policies issued or renewed 
on or after August 1, 2012 

 



Recommendations of the United States Preventive 
Services Task Force (USPSTF) 
http://www.healthcare.gov/center/regulations/prevention/tas
kforce.html  
  
Recommendations of the Advisory Committee on 
Immunization Practices (ACIP) adopted by CDC 
http://www.cdc.gov/vaccines/recs/acip/   
 
Comprehensive Guidelines Supported by the Health 
Resources and Services Administration (HRSA) 
Bright Futures Recommendations for Pediatric Preventive 
Health Care 
http://brightfutures.aap.org/pdfs/AAP%20Bright%20Futures
%20Periodicity%20Sched%20101107.pdf  
 

http://www.healthcare.gov/center/regulations/prevention/taskforce.html
http://www.healthcare.gov/center/regulations/prevention/taskforce.html
http://www.cdc.gov/vaccines/recs/acip/
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf
http://brightfutures.aap.org/pdfs/AAP Bright Futures Periodicity Sched 101107.pdf


 
 
Recommendations of the Secretary’s 
Advisory Committee on Heritable 
Disorders in Newborns and Children 
http://www.hrsa.gov/heritabledisorderscommit
tee/SACHDNC.pdf  
 
 

HRSA’s Women’s Preventive Services: 
Required Health Plan Coverage 
Guidelines 
http://www.healthcare.gov/center/regulation
s/womensprevention.html 

http://www.hrsa.gov/heritabledisorderscommittee/SACHDNC.pdf
http://www.hrsa.gov/heritabledisorderscommittee/SACHDNC.pdf
http://www.hrsa.gov/heritabledisorderscommittee/SACHDNC.pdf
http://www.healthcare.gov/center/regulations/womensprevention.html
http://www.healthcare.gov/center/regulations/womensprevention.html


ACA Insurance Reform and Consumer 
Protection Provisions – Selected Examples 
Annual and Lifetime Benefit Limits 
• Effective Now 

– No more lifetime benefit caps for existing or new 
plans 

– No annual benefit cap of less than $2 million for plans 
starting on or after 9/23/12 

• Effective Jan. 2014  
– No annual benefit cap allowed at all 
 

• NOTE: benefits themselves can still be capped, e.g. 15 
physical therapy visits, 15 mental health sessions per 
year 
 



New and Expanded Pathways to 
Coverage 

The State Health Insurance Marketplaces 
• Opened for enrollment Oct. 1, 2013 
• Coverage begins January 1, 2014 
• Choice of different individual policies and 

small group plans 
• Help for consumers in choosing a plan – 

comparison website, navigators, assisters 
• Tax credits and subsidies between 100%- 

400% FPL 
 



Essential Health 
Benefits (EHB) 
 
 
 
 
 
 
Goes into effect: 
January 1, 2014 

Section 1302 
 
ACA requires that individual 
and small group plans include 
“essential health benefits”, 
including those offered 
through the Marketplace.   
 
Plans covering large 
groups and grandfathered 
plans are exempt, as are 
self-funded or ERISA plans.   

Presenter
Presentation Notes
major exemption: Plans covering large groups (100 or more employees) and grandfathered plans are exempt from EHBs, as are self-funded plans. 58% of all firms offering health coverage have at least one grandfathered plan in their portfolio – (KFF/HRET – Annual Employee Benefit Survey – 2012)





Requirements for the EHBs under the 
ACA 

• The scope of benefits must reflect those covered 
by a “typical” employer plan  

• The EHBs must take into account the health needs 
of diverse population groups (including children 
and people with disabilities) 

• Must include benefits under 10 broad service 
categories 

• The benefits must be balanced among the 10 
categories 
 



The 10 EHB Service Categories 
• Ambulatory care 
• Emergency services 
• Hospitalization 
• Laboratory services 
• Maternity and 

newborn care 
• Pediatric services, 

including oral and 
vision care 
 

• Preventative and 
wellness services, 
and chronic disease 
management  

• Rehabilitative and 
habilitative services 
and devices 

• Prescription drugs 
• Mental health and 

substance abuse 
services; including 
behavioral health 
 



Scope, Duration and Definition 
• ACA as passed directed the Secretary of HHS to 

determine the scope, duration and definition 
of benefits under the broad EHB service 
categories 

• 12/16/11 EHB Benchmark Bulletin 
– Instead of one standard benefit package for 

all state Marketplace and individual/small 
group plans, HHS authorized states to choose 
one of four kinds of current (2012) plans to 
use as a model or benchmark.... 

 
 
 



http://www.cms.gov/CCIIO/Resources/Data-Resources/ehb.html 

Presenter
Presentation Notes
because each state’s EHBs are being built on a different benchmark plan, there is no standard answer as to whether a particular service is an EHB.  However, the Center for Consumer Information and Insurance Oversight (run by CMS) has put together a convenient website so that you can easily access your state’s benchmark details.  Go to the web address at the bottom of this slide and scroll down the page to find.....




State-specific benchmark plan details 

Presenter
Presentation Notes
links to in-depth information for each state.  click on a state – I used Maryland in the following examples.




Summary of the benchmark plan 

Presenter
Presentation Notes
The first section under each state is summary information – what kind of plan was chosen, the issuer, plan name, how the pediatric oral and vision health categories were supplemented, if needed, whether habilitative services were included in the benchmark plan and if not, how they’re being defined.




Specific Benefits and Limits 

Presenter
Presentation Notes
the next section offers the specific benefits and limits associated with them – here is where you can find out whether the specific services that are important to CSHCN are included or not in your state’s EHBs....in Maryland, for example, the list includes lab work, X-rays, CTs, MRIs, and PET scans, prescribed medical foods for people with metabolic disorders, generic, preferred and non-preferred brand prescription drugs as well as specialty drugs.




State Mandated Benefits (SMB)  
• ACA: States must cover cost of SMB that 

go beyond EHBs 
• Rule: SMB in place before 12/31/11 will be 

considered part of the EHBs, so no 
additional cost to states for them 

• This only applies to SMB that impact care, 
treatment or services 

• Any limits in original SMB law still applies; 
only individual plans, for example 

• Exchanges will be responsible for ID’ing 
SMB that go above EHBs; insurers 
responsible for ID’ing the cost 
 

Presenter
Presentation Notes
State laws that require insurance companies to cover specific services has been a hot topic.  State mandated benefit laws are still in effect both inside and outside of the EHBs - if your insurance coverage was subject to a particular state mandated benefit before the passage of the ACA, it still is.  How the EHBs will be impacted by state mandated benefit laws has evolved since the passage of the ACA.....read slide






Summary 
• ACA offers historic opportunities, for example: 

– Improved access to universal, continuous, 
affordable coverage 

– Increased attention to and investment in 
public health/primary care/prevention  

 
• Long-term sustainability of state and federal 

funding a significant concern 
 
• Because the ACA doesn’t do everything for 

everyone, the need for the safety net is still 
critical  
 

Presenter
Presentation Notes
It doesn’t do everything for everyone, for example:
Exemptions to provisions (grandfathered and self-funded plans)
Essential health benefits built on existing coverage




Summary, continued 
Applying MCH expertise in the 

following areas will be vital in 
helping to realize the promise 
of ACA for CSHCN: 
– Monitoring and enforcement 
– Outreach and enrollment  
– Gap-filling (including 

enabling services) 
– Facilitating collaborative 

partnerships between family 
leaders & Medicaid, CHIP, 
the Marketplaces, etc. 

– Familiarity with and 
access to CSHCN 
data  

– Public health 
perspective (benefits 
of prevention, for 
example) 

– Life course approach 
– Quality improvement 

methods 
 



 

For more information,  
please contact us at: 

 
The Catalyst Center 

 Boston University School of Public Health 
617-638-1936 

www.catalystctr.org 
mcomeau@bu.edu  

 
The Catalyst Center is funded under cooperative agreement #U41MC13618 

from the Division of Services for Children with Special Health Needs, Maternal 
and Child Health Bureau, Health Resources and Services Administration,  

U.S. Department of Health and Human Services.  
Marie Mann, MD, MPH - MCHB/HRSA Project Officer 

 

http://www.catalystctr.org/
mailto:mcomeau@bu.edu
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