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A Note to ReAdeRs

Health plans and clinicians have the common goal of  getting children and families the 

health care services they need. 

This happens smoothly for most health plan members most of  the time. A clinician 

orders diagnostic tests, for example, or prescribes medication or other treatment, and 

the health plan covers the cost.

But sometimes, health plan coverage is anything but automatic. Some coverage requests 

require a careful review by the health plan to determine whether coverage is appropri-

ate. Health plans try to make these decisions in a timely and unobtrusive manner, but 

coverage decision-making can be a source of  great tension for families, clinicians and 

health plans alike. 

Part of  that tension comes from simply not knowing. The family, not knowing who is 

making the decision or why it’s taking so long. The clinician, not knowing what factors 

the health plan is or isn’t taking into consideration. And the health plan, not knowing 

as much about the child as it would like before making a decision. 

Making the Case for Coverage offers some of  that knowledge. It provides general infor-

mation about the kinds of  coverage decisions health plans make, the steps they use 

to make them and the resources they are likely to draw on. The goal of  this guide, 

however, goes beyond relaying that information: it is to help clinicians and families 

understand the role they themselves may play in the decision-making process, and by 

understanding, play their roles more effectively.
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Clinicians – from beginning residents to seasoned practitioners – care coordinators, 

families, and all those who advocate for medical coverage on behalf  of  children, will 

find among the tips in Making the Case for Coverage:

	 n	  How to write a more effective letter of  medical necessity.
	 n   What a parent’s employer might do to improve a child’s health care coverage.
	 n  When a health plan might be more likely to approve use of a non-network provider.
	 n   What to do and where to go for help when coverage is denied. 

Health plans depend on clinicians to help them make informed coverage decisions.  

Clinicians depend on families for crucial information about their children. The influ-

ence of  clinicians and families on health plans’ decision-making is not all-powerful, but 

it is important, and we hope this guide will help maximize its effectiveness.

Getting children and families the medical care they need is indeed a goal we all share.
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Making the Case for Coverage was developed by New England SERVE and the Massachusetts 
Consortium for Children with Special Health Care Needs. Both are rooted in the belief  that 
collaboration is key to improving health care systems. 

In 2003, the Consortium established a work group to examine decision-making by health plans 
in relation to requests for medical coverage. The group had two objectives: 

1   To understand the decision-making processes health plans use, and the criteria they 
apply, when deciding whether to cover the cost of  requested medical services, and

2   To inform families and health care providers about avenues for reconsideration,  
influence and appeal.

The makeup of  the Medical Coverage Decision-Making Work Group reflects the Consor-
tium’s principle of  collaboration: it includes representatives from commercial and Medicaid 
health plans, health care providers, and parents of  children with special health care needs.

The Work Group began by developing a set of  case vignettes. The vignettes were designed 
to highlight some of  the typical service needs identified by families and providers caring for 
children with special health care needs, including outpatient mental health services, experi-
mental procedures, non-traditional therapies, and access to durable medical equipment and 
non-network providers. Using the vignettes, Work Group members interviewed health plans 
about how they would approach the decision-making process in each case.�

Nine Massachusetts health plans participated in the interviews:

n  Blue Cross Blue Shield of  Massachusetts

1 How Massachusetts Health Plans Decide Whether to Cover the Cost of Requested Medical Services: A Report 
on Interviews with Decision-Makers at Nine Massachusetts Health Plans is the Work Group’s full report, including the case 
vignettes. It is available online at http://www.neserve.org/maconsortium/rc_hcf.htm.
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disclaimer

This guide provides a  

generalized overview of  

the process that public  

and private health plans  

use to make coverage  

decisions. Individual health 

plans may vary in their 

procedures, in the criteria, 

methods, and resources 

they use in decision-making, 

and as determined by  

contracts that cover  

individual members.

n  Boston Medical Center HealthNet Plan
n  Fallon Community Health Plan
n  Harvard Pilgrim Health Care
n  Health New England
n	  MassHealth Primary Care Clinician Plan (operated by the state’s Medicaid program)
n  Neighborhood Health Plan
n  Network Health (an affiliate of  Cambridge Health Alliance)

n  Tufts Health Plan

The interviews yielded two key findings:

1   Health plans use very similar processes for making coverage decisions. They use 
similar criteria and have similar responses regarding specific services. 

2   The information clinicians provide to health plans – and the information they don’t 

provide – can be critical. Good communication between health plans and clinicians 
is essential to making good coverage decisions. 

Taken together, these findings underscored the need to address the Work Group’s second goal: 
education. The result is Making the Case for Coverage.

The similarity in decision-making processes at the nine health plans that were interviewed is not 
a coincidence. National accreditation programs have specific guidelines for providing appropri-
ate medically necessary care. The Work Group’s findings, therefore, can be expected to have 
relevance beyond the borders of  Massachusetts. That’s why Making the Case for Coverage describes 
“health plans” instead of  strictly “the health plans that were interviewed” or even “Massachu-
setts health plans.” Where there is state-specific information, Massachusetts is indicated, along 
with resources for finding information that applies to other states. 

Making the Case for Coverage is aimed primarily at clinicians and care coordinators, working in their 
role as advocates for medical coverage on behalf  of  children with special health care needs. Cli-
nicians who may find it especially relevant include pediatricians and other physicians; nurses and 
nurse practitioners; physical, occupational, and speech/language therapists; and mental health 
counselors. “Care coordinators” is meant to apply to a broad group of  professionals includ-
ing case managers, discharge planners, family advocates, and social workers. Parents and other 
family members – children’s most important advocates – may find it useful as a supplement to 
consumer publications (see Appendix III). Employers may also find it useful for managing em-
ployee benefits, considering benefit packages, and advocating on behalf  of  employees. 

New England SERVE and the Massachusetts Consortium for Children with Special Health 
Care Needs have produced this guide with the hope that it will assist all who use it to help 
children and families get the benefits they need from their health plans. 
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If  a family has health insurance coverage, getting medical care usually goes something like this: 
 �.  A clinician provides a health care service, such as a medical exam. 
 2.   The family may pay a fee called a co-payment, as determined by their health plan  

contract, and the provider bills the health plan for the balance of  the cost.
 3.  The health plan pays the bill according to the terms of  its contract with the provider.

Or sometimes like this:
 �.  A clinician writes an order, such as a referral to another clinician. 
 2.  The health plan quickly approves coverage for the service.
 3.  The order is fulfilled, the family pays the co-payment and the health plan pays the balance.

For families caring for children with special health care needs, however, medical coverage isn’t 
always as easy as �, 2, 3. 

Sometimes, the health plan needs to conduct a more extensive review to decide whether it’s 
appropriate to cover the cost of  a requested medical service. There are some services – organ 
transplantation or growth hormone replacement, for example – that automatically require the 
health plan’s prior approval. But to provide the best care to all children and families, health 
plans also conduct reviews for other, more routine services.

MAkiNG MeDiCAl CoverAGe DeCiSioNS

Most health plans use similar criteria for making coverage decisions. While each health plan 
has its own procedures, most ask a fairly predictable set of  questions.

 Clinicians play a critical role. Health plans rely on clinicians for information they need to 
make decisions about coverage.

to CoveR oR Not to CoveR
Eight Questions Health Plans Ask When  
Approving or Denying Medical Coverage 

 

Children with Special  
Health Care Needs 

Children with special health 

care needs (CSHCN) are 

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. 

Definition endorsed by the American 

Academy of Pediatrics and the federal 

Maternal and Child Health Bureau.



Medical coverage decisions usually involve one or more of these questions:

  1   Is the service a covered benefit?

  2  Would providing the service be in accordance with the health plan’s medical policy?

  3  Is the service medically necessary for the child?

  �  Is the service subject to any benefit limits?

  �  Will the service be provided by a network provider?

  �  Is there any basis for a benefit exception?

  �  Is the service eligible to be covered by another payer?

  �  Are there any special regulatory or legal requirements that apply?

This chapter explores each of  these eight questions in more detail.

1   iS THe ServiCe A  
CovereD beNefiT? 

Simply put, a covered benefit is something a health plan might pay for. More specifically, it is 
a health care service that is included in a particular health plan contract, and that may be paid 
for either partially or fully by the health plan in certain circumstances.

In any particular health plan contract, a health care service can be: clearly covered, clearly not 
covered, or perhaps covered. 

“Clearly covered” or “clearly not covered” means the service is explicitly included or explicitly 
excluded, respectively, in the member’s benefit plan, in a document sometimes called the Sum-
mary Plan Description (SPD). 

“Perhaps covered” means coverage depends on the plan’s judgement of  whether or not the 
service is “experimental,” “investigational” or “not generally accepted” by the medical com-
munity. When a requested service falls into the “perhaps covered” category, health plans  
research the service, looking for high-quality evidence of  its effectiveness. 

By definition, children with special health care needs require more health and health-related 
services than other children. Some of  these services, such as assistive technology, educational 
services or respite care are frequently excluded from coverage. Others, like plastic surgery, may 
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be clearly covered for some conditions, and clearly not covered for others. 

How do covered benefits get to be that way? In some cases, it’s the law. State-mandated ben-
efits require certain health plans to cover certain benefits under certain conditions. State-man-
dated benefits vary by state. In Massachusetts, for example, state law requires managed care 
organizations to provide coverage for services provided by Early Intervention programs. 

To a certain extent, covered benefits are also a matter of  marketing. Health plans design  
benefit packages to attract employers and others who purchase group insurance. In the 
design process, they try to balance comprehensiveness of  benefits and cost, along with the 
types of  benefits that are offered by rival health plans. Large employers may play a more 
active role in shaping benefit packages for their employees, while smaller employers and 
individuals are more likely to purchase a package “off  the shelf.”

As medicine advances over time, health plan benefits expand to include services that were 
once considered experimental. 

2 WoulD ProviDiNG THe ServiCe be  
 iN ACCorDANCe WiTH THe HeAlTH  

   PlAN’S MeDiCAl PoliCy?
Even when a service is a covered benefit, it may not be appropriate for all patients, all the time. 

A health plan’s medical policy says whether it generally considers a particular service appropri-
ate for children similar to the one in the case under review. It outlines requirements that may 
be based on age, diagnosis, condition or other considerations.

examples of Medical Policy Guidelines: 
n   Premature infants born at 28 weeks or less of  gestation, who are �2 months old or less 

at the start of  RSV (Respiratory Syncytial Virus) season, are appropriate candidates 
for Synagis from November through March.

n	   Cytogenetic studies are appropriate for children with developmental delays or mental 
retardation if  the cause cannot be determined through dysmorphologic and neurologic 
examinations in conjunction with family history.

Medical policies are rooted in evidence, generally as it is presented in published research 
studies. Often, health plans adopt policy based on clinical guidelines developed by external 
organizations, which systematically survey the scientific literature and the best available evi-
dence for the treatment of  specific health conditions or the use of  certain services.

1�   Making the Case for Coverage
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3   iS THe ServiCe MeDiCAlly  
NeCeSSAry for THe CHilD?

A service may be covered and meet medical policy guidelines, but still not be considered medi-
cally necessary for a specific child.

Determinations of  medical necessity are often complicated and difficult to make – and each 
health plan may have its own definition. However, most plans use the same general principles 
in determining medical necessity.

General Principles of Medical Necessity:
n   Is the service reasonable and necessary for diagnosis or treatment?

n	   Is the service appropriate in light of  the medical needs and condition of  the child? Is it 
appropriate for the child’s age and developmental status? 

n   Will the service help improve treatment? Will it likely improve function, maintain  
ability, and/or prevent deterioration?

n    Does the service take into account a setting that is appropriate to the specific needs 
of  the child and family?

n    Is there an equally effective, less costly alternative that has not been tried and would 
achieve the same outcome? 

Medically necessary services have expected benefits that outweigh potential risks. These ex-
pectations are based on scientific evidence. When scientific evidence is lacking, as in the case 
of  new treatments, health plans may consider clinical judgment, professional standards of  
care for children, and pediatric expert medical opinion to make a determination about medi-
cal necessity.

And while health plans depend on clinicians for certain kinds of  information, clinicians 
depend on families. Families know their children best. What a family knows about a child’s 
needs – and the needs of  the family – can sometimes be the key to making the case for medi-
cal necessity.
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Medical Necessity 

for Children

The American Academy  

of Pediatrics has issued a 

policy statement to encour-

age more consistent medi-

cal necessity definitions 

that reflect the needs of 

children.  It is reprinted with 

permission in Appendix II.



g  See page 61 for tools parents 
can use to make this difficult 
conversation easier.

�   iS THe ServiCe SubjeCT  
To ANy beNefiT liMiTS?

Even if  a service is covered, appropriate and medically necessary, coverage may be restricted 
by explicit benefit limits. Coverage might limit benefits to a certain number of  visits, for  
example, or an annual dollar maximum.

examples of benefit limits:
n	  Up to �0 visits per year with a speech therapist

n	  Up to 20 visits per year for mental health treatment

n	  $2,500 annual maximum for durable medical equipment

Benefit limits are set out in the contract between the health plan and the purchaser (often an 
employer). Health plans, in other words, administer and enforce the benefit limits that were 
agreed to when the purchaser signed on. Health plans generally play a significant role in the 
design of  employer benefit packages, however. This is especially true for smaller employers, 
who may select a standard package from the health plan. 

Sometimes, benefits that are adequate for most people are inadequate for a child who has sig-
nificant health needs. Employers may be unaware that the limitations of  the standard benefit 
package they offer make it insufficient for some employee families.

How Clinicians Can Help families Make the Most of limited benefits:
	 n   Be specific in writing orders. For example, a child who has already reached the physical 

therapy benefit limit with treatment of  one condition might still be entitled to physical 
therapy coverage for the treatment of  another condition; the order should indicate the 
condition being treated.

	 n   Encourage parents with employer-sponsored health coverage to discuss benefit limits 
with their employers – usually the human resources or benefits manager. When employ-
ers know about benefits that have been denied or insufficiently covered for employees, 
they can use that knowledge to evaluate the quality of  other health insurance options.

How employers Can Help families Make the Most of limited benefits:
	 n   Offer multiple plans, including one that better fits a family’s needs.

	 n	  Negotiate with plans for higher benefit limits, e.g., adding a no-cost rider that will increase 
the annual benefit limit for durable medical equipment.

	 n   Request a review of  circumstances from a plan if  coverage is denied, and help advocate 
on the employee’s behalf.

	 n	  Provide employees with information about public programs that can supplement private 
insurance benefits.

1�   Making the Case for Coverage

 g  Not sure what a rider is? 
See the Glossary, beginning 
on page 43.

g  See Health Care Funding 
101, beginning on page 38,  
for important information 
about employer-sponsored 
health plans.



�   Will THe ServiCe be ProviDeD  
by A NeTWork ProviDer?

A family’s health plan contract specifies not only which services may be covered, but also which 
doctors, hospitals and other health care providers may provide them. “Network” providers are 
those who have a contract with the health plan; under the terms of  those contracts, they offer 
health care services to plan members at discounted rates. Network providers also must meet 
the health plan’s quality standards.

In general, health plans strongly prefer to have members obtain care from network providers, 
for reasons of  both quality and cost. However, it is not unusual for plans to review and even 
approve requests for out-of-network services, in certain situations.

If  a request for care from a non-network provider is approved, health plans generally try to 
negotiate a variety of  terms and conditions with the provider, including rates of  payment and 
agreement to hold members harmless from any additional fees.

Criteria to Support the use of an out-of-Network Provider:

	 n	  No network provider can provide the service.

	 n	  The out-of-network provider has expertise that isn’t available within the network, such as  
fluency in a particular language, or experience with a particular procedure.

	 n	  Using a network provider would cause an unacceptable delay in obtaining the service, or 
would impose unrealistic travel burdens on the family.

	 n   When the family makes the request, the referring clinician agrees that the out-of-network 
provider is the best choice.

	 n	  The out-of-network provider agrees to accept the health plan’s payment rate.

	 n	  The out-of-network provider agrees to meet the health plan’s quality standards, such  
as credentialing requirements or submission of  information for utilization review.
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�    iS THere ANy bASiS for  
A beNefiT exCePTioN?

In some cases, health plans approve a non-covered benefit as an exception. The standards 
health plans use to make such benefit exceptions are generally quite strict. 

example #1: exceeding the benefit limit for DMe 
Alexander’s family requests coverage for an upper body brace and a prone stander. Alexander has cerebral 
palsy, and his orthopedist believes this equipment might help him avoid the need for surgery. The cost of 
the equipment would exceed the family’s benefit limit for durable medical equipment, but if Alexander 
needed surgery in the future, that would be even more expensive – and it would be covered. 

In general, health plans look for cost savings to be clear, predictable, documentable, and con-
temporaneous; most would probably consider the potential savings here to be too speculative 
to qualify for an exception.

example #2: using acupuncture, a non-covered benefit

Michaela’s family requests coverage for acupuncture, hoping it will minimize her symptoms of inflamma-
tory bowel disease (IBD). Acupuncture is not a covered benefit under their policy, but they’ve found some 
promising information from other patients on the Internet. Michaela’s gastroenterologist has written a 
letter of support, noting that other treatments have provided her only modest and temporary relief. 

Health plans look for robust evidence — such as an article from a peer-reviewed medical 
journal — that the requested service is effective for the patient’s condition. Most health plans 
would probably not consider the evidence here to be strong enough for an exception.

example #3: using an experimental biological therapy

Abby’s family requests coverage for a new biological therapy to treat her advanced-stage leukemia. It is 
considered an experimental procedure, but Abby’s oncologist is recommending it because chemotherapy, 
radiation, and even a bone marrow transplant have failed to help.

Health plans might be willing to consider a benefit exception in a case like this. They might 
weigh factors such as Abby’s young age, the advanced stage of  her illness, and the fact that 
generally accepted treatment options have all been exhausted against the lack of  any antici-
pated cost savings and the experimental nature of  the procedure.

1�   Making the Case for Coverage



Questions to Consider When requesting a benefit exception:
n	  Are there proven and generally accepted alternatives that haven’t been tried yet?  

Are there sound medical reasons not to try them now?

n	  Is there robust evidence that the requested service is effective for the condition? 

n	  What will happen if  the service is not provided? Will the child’s condition worsen? 
Will the cost of  care increase?

n   Will the service or treatment provide a clear, predictable, documentable, and  
contemporaneous cost savings? 

n	  Does the health plan have the contractual authority to make a benefit exception?  
In some employer-sponsored plans, it’s the employer who has that authority.

�   iS THe ServiCe eliGible To be  
CovereD by ANoTHer PAyer?

Families caring for children with special health care needs may combine coverage from more 
than one payer. Some children are enrolled in two different employer-sponsored health plans, 
for example, one from each parent. And private health insurance may be supplemented by 
public benefits from Medicaid, Title V services for children with special health care needs, or 
other public agencies, or by additional types of  insurance policies. 

When a child is covered by more than one health plan, the primary payer is the one who pays first. 
If  a particular health care service is not a covered benefit under that plan, or the cost exceeds that 
plan’s benefit limit, some or all of  the remaining cost may be paid by a secondary payer.

Which Plan is the Primary Payer? 
n	  For families who have them, private, group health insurance plans are usually the  

primary payer.

n	  For children who are covered by two employer-sponsored health plans, one from each 
parent, the primary payer is usually determined by the birthday rule: it’s the plan that 
enrolls the parent whose birthday falls earlier in the year.

n	  MassHealth and some other public programs are considered payers of  last resort. Pay-
ers of  last resort try to ensure that all other applicable benefits have already been ex-
hausted before they pay a claim for services, and they may seek reimbursement from 
third parties. 
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n   If  a child requires services related to special education, the school district may be  
responsible for the cost. Therapies, counseling and assistive technology may be included 
in a child’s education plan, and therefore paid for through the special education program 
if  the child is eligible and the services are deemed necessary for the child to succeed  
in school. If  a child requires medical treatment for injuries sustained in an accident, 
other types of  insurers might be liable, such as auto or homeowner’s insurers. Health 
insurance contracts usually give the insurer the legal right to subrogation, that is, to 
pursue payment from other liable parties.

     Most states have rules for determining the order in which insurers pay when more 
than one insurer or payer has liability. This process is called coordination of  benefits 
(COB). When more than one insurer may be liable for health care costs, state divisions 
of  insurance can be good resources to help figure out who is responsible for paying 
what (see sidebar). Sometimes, unfortunately, families find themselves having to hire 
legal counsel to resolve the issue.

�   Are THere ANy SPeCiAl reGulATory  
or leGAl reQuireMeNTS THAT APPly?

Health plan members are entitled to certain legal protections. Generally, these protections govern  
procedural rather than clinical factors that underlie coverage decisions. Massachusetts require-
ments, for example, don’t say what a health plan’s medical necessity guidelines should be, but 
they do say how medical necessity guidelines should be developed, how often they should be 
updated, and so on.

In order to receive and maintain accreditation from the National Committee for Quality As-
surance (NCQA), many health plans comply with additional regulations. The NCQA is an 
independent organization; it assesses the quality of  the systems and processes that health plans 
have in place to ensure that plan members receive appropriate and high quality care. Although 
NCQA accreditation is voluntary, many employers and other purchasers will contract only 
with NCQA-accredited plans. 
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g  See page 63 to learn 
more about the NCQA.

 

State Divisions 
of insurance 

in Massachusetts  

Massachusetts Division of 

Insurance Consumer Service 

Hotline: 617-521-7794

in other States

The National Association of 

Insurance Commissioners 

has a link to state insurance 

departments at http://www.

naic.org/state_web_map.htm.
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Does coverage for the service require 
prior approval from the health plan?

Yes

No — it requires
only that the health 

plan is notified.
Not Sure

Request forms are sent
to the health plan with

clinical notes if indicated
and/or a letter of 
medical necessity
if the request is

 for non-standard care.

Notify the health
plan that the

service will be
provided.

Check the health
plan’s provider

manual or contact
its Provider Relations

Department.

A Utilization 
Management (UM)

administrator conducts
 an initial review based

 on explicit criteria.

COVERAGE REQUEST
APPROVED, PROVIDER

IS NOTIFIED

Needs further
review.

The request is sent to a
UM medical professional 

for review.

Needs further
review.

Further information
required. Provider

is contacted.

COVERAGE REQUEST
APPROVED, PROVIDER

IS NOTIFIED

Provider, possibly
assuming the health
plan’s request means

coverage is being
denied, does not

provide the addit-
ional information or

does not do so
in a timely way.

The request is sent to
a Medical Director

for review.

COVERAGE REQUEST
DENIED, PROVIDER

AND MEMBER
ARE NOTIFIED

Provider provides the
additional information

in a timely way.

COVERAGE REQUEST
APPROVED, PROVIDER

IS NOTIFIED

Piece of           the Puzzle
Typical paTh of a coverage requesT



Health plans use information from a variety of  sources to make coverage decisions. Participat-
ing clinicians can usually request copies of  relevant materials from the health plan’s medical 
director or provider relations department. 

Generally speaking, at least some of  the following information sources will be consulted: 

Contract
The health plan member’s contract is the initial basis for determining whether a service is 
clearly covered, clearly not covered, or subject to any benefit limits. It may also indicate wheth-
er and when out-of-network providers are acceptable.

Patient’s Medical record
Health plans usually review the patient’s medical record. They look at clinical details supplied 
by the provider(s), and the results of  treatments and diagnostic tests. They may also review the 
number of  recent hospital stays or emergency room visits. The medical record does not neces-
sarily include a complete medical history, however, so it is important that a clinician requesting 
coverage for a medical service provide enough of  the patient’s history for the health plan to 
make an informed decision.

Health Plan Medical Policy
The health plan’s own explicit medical policies, usually developed with input from network 
clinicians and published clinical guidelines, indicate whether services are considered appropri-
ate for similar patients.

Participating Clinicians
Because they have both medical knowledge and knowledge of  the individual child, participat-
ing clinicians are in a unique position to explain, support and advocate for needed medical 

lookINg FoR evIdeNCe
How Health Plans Do Their Homework  
to Make Informed Coverage Decisions 
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services. Clinician input is essential in assuring that decisions are made fairly and appropriately, 
not just for individual patients but in an evidence-based and cost-effective way for health plan 
members as a whole. Clinicians often provide written letters to support coverage requests, either 
on their own or at the request of  the family or the health plan. 

Case Managers
Health plans sometimes consult their own case managers when gathering information to make 
coverage decisions. Case managers are often very familiar with the details of  a child’s situation, 
and can provide critical input.

family Members
Occasionally, a health plan will contact the parent of  a child for whom service is being requested 
to get more information. Parents and other family members are not required to respond; their 
participation in the health plan’s decision-making process is completely voluntary. If  parents 
do choose to participate, however, the more they understand about the reasoning behind the 
request, the better prepared they will be to respond to the health plan in a way that supports the 
case for coverage. 

Clinical Guidelines 
In certain cases, a health plan may apply a clinical guideline to determine whether a covered 
benefit is appropriate for a particular member. Clinical guidelines, which are most commonly 
developed by external organizations and then adopted by health plans, are based on surveys of  
scientific literature and the best available evidence for the treatment of  specific health condi-
tions or the use of  certain services. 

Cost
In some cases, cost can be a factor in the coverage decision-making process. In particular, plans 
may consider whether there is a less costly, equally effective service or treatment available.

Published literature 
In reviewing available information about a service, health plans are looking for high-quality evi-
dence of  its effectiveness. Articles from peer-reviewed journals that are based on well-designed 
studies are given the most weight, but many plans are willing to look at studies from a wide 
range of  sources. Studies conducted by “interested parties” – those who are selling a product or 
service – are given less weight.

reviews and Technology Assessments
Health plans also rely on reviews and technology assessments conducted by government agencies 
and other external organizations. These organizations study how well drugs, devices, and medical 
procedures work; some of  them also make information available in a patient-friendly format. 
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g  See page 59 for resources 
related to clinical guidelines, 
reviews and technology  
assessments.



Medicare Policies
Private insurers sometimes consult the policies of  the federal Medicare program in making 
coverage decisions. If  Medicare covers the service for similar members, the health plan may 
be more likely to cover it also.

Clinician experts
Health plans regularly consult with physicians and other clinician experts about their opinions 
of  new or innovative services. These experts are not involved in the care of  the particular child 
for whom the request is being made. Rather, they include local, regional and often national 
providers with special expertise in a particular medical service. The more innovative the ser-
vice, the more likely it is that health plans will consult with experts outside of  the state.
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looking for evidence

Health plans use information from a variety of sources to make coverage decisions, and upon 
request, will usually share published criteria with participating clinicians. 

To reSolve QueSTioNS of beNefiT CoverAGe, beNefiT liMiTS, AND 

THe uSe of NoN-NeTWork ProviDerS:

n  Health plan member’s contract

To iNforM THe DeveloPMeNT of MeDiCAl PoliCieS:

n  Clinical guidelines, reviews and technology assessments

n  Published medical literature such as peer-reviewed journals

n  Medicare policies

n  Comparative costs

To iNforM MeDiCAl NeCeSSiTy DeTerMiNATioNS for AN iNDiviDuAl CHilD:

n  Patient’s medical history (as provided by clinicians) and utilization records 

n   Participating clinicians, who may be asked to write a letter of support or  

provide additional information

n   Case managers and family members familiar with the child’s condition and 

the family’s situation

n  Published medical literature such as peer-reviewed journals

n  Clinical guidelines, reviews and technology assessments

n   Clinician experts knowledgeable about the service and its effectiveness for 

similar patients

n  Comparative cost, if there is an equally effective, less expensive option

n	 Health plan’s medical policy

Piece of           the Puzzle



MAkINg the CAse:
A Clinician’s Guide to Writing  
an Effective Letter of Support

Clinicians often provide written letters to support coverage requests, either at their own initia-
tion, or at the request of  family members or the health plan. 

Health plans report that these letters are often not as helpful or informative as they could be.  
Here’s what one health plan medical director has to say:

I have only ever seen a few “ideal” letters of support from a physician. Such a letter should 
accompany any request for non-standard care. 

Physicians ought not to expect that their requests will be approved simply because they 
are ordering a service and put one or two lines down on paper. Sometimes it’s clear that a 
physician is just sending a letter because the family asked for one but the physician really 
doesn’t support the request. Or sometimes the physician “floats” a request, not really expect-
ing it will be approved but giving it a shot. But often it’s really hard to tell – especially if 
the letter is only a couple of sentences long.

The process could be a lot simpler, quicker and easier for everyone, particularly the mem-
ber, if physicians provided more complete information.

To write the “ideal” letter of medical necessity, remember A-b-C-D: 
a   Answer five key questions 
B   Beware of  phrases to avoid 
c   Comply with procedural requirements 
d   Determine if  special action is needed
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A  ANSWer five key QueSTioNS

  1. What is the clinician proposing to do?
  The more specific, the better. Depending on the service or treatment, specifics might 

include not only what, but when, how often, for how long, how many times, how much, in 
what setting, where, by whom, and how. For non-traditional therapies like acupuncture, 
it’s especially important to include the number and frequency of  treatment sessions.

 2. What is the expected outcome?
  How will this service, procedure or equipment help the child? Is a therapy likely  

to increase range of  motion, for example, maintain conditioning, or prevent deterio-
ration? If  it’s a diagnostic measure, what information will be learned, and how will it 
help improve treatment? For ongoing therapies, it is especially important to indicate 
how and when outcomes will be evaluated. The letter may also include outcomes to 
be expected if  the child does not receive the treatment.

 3. What treatments have already been tried?
 What treatment alternatives have been  
 considered and rejected, and why?
  The health plan wants to know if  any therapeutically equivalent, less costly alterna-

tives might be appropriate instead of  what is being requested. The more costly the 
service, the more important this information is. 

 The most effective letters address this question from all angles. They explain what   
 has been tried and what hasn’t, and why the former has had unsatisfactory outcomes  
 and the latter is not therapeutically equivalent or not as appropriate for this patient. 

 �. What does the literature and other evidence say? 
  Letters can refer to or include a variety of  studies or published articles, but those from 

peer-reviewed medical journals are the most respected. Studies that support the effec-
tiveness of  the proposed treatment are less persuasive if  they are based on cases dis-
similar to the case in question: if  the subjects were older or younger than this child, for 
example, or if  their medical conditions were more or less advanced. Studies published 
by pharmaceutical companies or other “interested parties” are given less weight.

  In the absence of  published studies, particularly for newer technologies or proce-
dures, studies that are currently underway or yet unpublished may be considered. The 
letter might also cite professional groups that have demonstrated their interest in or 
support for the use of  a specific treatment under certain clinical conditions.
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 �. Why is the service important for this patient?   
 Why is it good quality care?
  To be effective, a letter of  medical necessity must demonstrate why the proposed 

service is “reasonable and necessary” for the particular child. It should include all 
the evidence that the clinician has considered in making his or her professional as-
sessment. Clinical details such as signs and symptoms; results of  diagnostic testing; 
a history of  frequent hospitalizations, emergency room visits or missed school days; 
relevant medical, social, and psychiatric co-morbidities: all of  these can inform a 
medical necessity determination. 

  The letter can also explain that the service is appropriate, reasonable and necessary 
for the particular family. If  the nearest network provider is three hours away by bus 
and the family doesn’t own a car, it may be quite reasonable to use an out-of-network 
provider with offices nearby. 

b  beWAre of PHrASeS To AvoiD
“This service is medically necessary” is meaningless without any supporting 
information. Provide specifics as to why the service is necessary and what the  
outcome will be. 

“This child is very sick,” or “Her condition is severe” are general statements 
that health plans have no way to measure. Provide concrete details such as the 
number of school days missed this year, the number of visits to the emergency 
room, or specific activities of daily living that the child cannot perform without 
assistance. 

Physical, occupational, or speech and language “therapy will be beneficial.” 
Most therapy will probably be beneficial. Health plans may cover the cost, how-
ever, only if it is expected to provide specific and effective treatment of a child’s 
condition as part of an active treatment plan. 

This treatment “might help,” “may be warranted,” or “seems to offer relief,” 
is unconvincing. What’s more, these phrases are sometimes interpreted to mean, 
“The patient (or the family) is requesting this service, but I don’t necessarily 
agree that it’s medically necessary.” 

When that is the case – when a clinician doesn’t truly support a family’s request 
or believe it to be medically necessary – it’s best not to write the letter at all. Hav-
ing a candid conversation with the family instead will avoid raising their hopes of 
coverage, and will allow a discussion of other treatment alternatives to begin.
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C  CoMPly WiTH ProCeDurAl reQuireMeNTS

  Pay attention to timelines.
Health plans usually have policies regarding how promptly they must receive supporting 
material. These policies ensure that the health plan has enough time to review the material 
and issue a decision within the number of  days allowed by regulatory requirements. If  a 
health plan does not receive supporting materials on time, it may deny the request for lack 
of  clinical information – or make a decision based on the insufficient information it has.

 Details matter. 
 According to a representative of  one major health plan, a leading cause of  
 coverage being denied is that the request didn’t include the patient’s correct 
 identification number.

D  DeTerMiNe if SPeCiAl ACTioN iS NeeDeD

Certain highly specialized services may require special handling.

Durable Medical equipment (DMe)
Although a prescription from a physician may be required for DME, it’s often best to 
have a different clinician write the letter of  medical necessity. A respiratory therapist, 
for example, will be much more familiar with different models of  ventilators and the 
advantages of  each. A physical therapist will be able to pinpoint which type of  wheel-
chair tilt mechanism is the best choice for a particular child, and to explain the clinical 
reasons why. For some types of  DME, a thorough consultation (such as a seating 
clinic for wheelchairs) is standard practice to inform recommendations and coverage 
requests.

 Augmentative and Alternative  
 Communication Devices (AAC Devices)

A physician may need to make an initial referral that justifies medical necessity, to be 
followed by an evaluation by a speech pathologist. The five key questions still apply, 
but there are additional criteria to consider. The speech pathologist’s evaluation will 
go into detail about each of  these, but an initial mention by the referring physician 
can strengthen the case:

	 n	  The child’s functional communication skills, deficits, and behaviors; including  
speech and language skills and communication behaviors; 

 n  Sensory status, especially as it relates to expressive and/or receptive communication; 
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 n  Postural and mobility status, particularly as they will impact the use of  AAC devices;

 n  The child’s desire and motivation to use the device. 

organ Transplant
When a child is referred for an organ transplant, the family typically is assigned to a trans-
plant coordinator at the hospital or transplant facility. The transplant coordinator guides all 
transplant-related services: scheduling screenings and evaluations, coordinating communica-
tion among clinicians, assessing the family’s needs, and working with the health plan to obtain 
coverage approval. Because the transplant coordinator has both clinical skills and specialized 
knowledge of  organ transplants, he or she will often be in the best position to document medi-
cal necessity for the health plan.

More TiPS 
n   Contact the physician at the health plan who is reviewing the request (or the medical 

director) if  you have concerns about the case. Direct communication can minimize paper-
work and may expedite the process.

n  Keep an electronic copy of  the letter, filed under the patient’s name and the topic.

n  Send copies of  the letter to the family and, if  appropriate, other participating clinicians.

n	  Parents with employer-sponsored health insurance may want to give a copy of  the  
letter to the employee benefits office.

n	  A notification from the health plan that coverage will be denied unless further informa-
tion is provided is not a denial. It’s a request for more information: an invitation to make 
the case! 

SAMPle leTTerS
The generic letter of  medical necessity on page 3� offers sample language for providing health 
plans with complete, specific and meaningful information to support coverage decisions. It is 
not intended as a template to be used as a whole, but rather as a set of  prompts that clinicians 
can refer to and adapt.

In response to a request for examples of  “good” letters of  medical necessity that they had 
received, health plans submitted the letters that appear in Appendix I. All identifying patient 
and provider identification has been removed; most of  the letters underwent slight additional 
modification to protect privacy and/or provide clarification. They are included here as models, 
again, not to be replicated, but to illustrate how the tips in this chapter can be combined to 
make the case for coverage.



Making The case
This sample letter incorporates answers to the five key questions on pages 27-28.

Patient Name: 
Patient DOB: 
Health Plan ID:

This letter is in regard to [name of  patient], a [#]-year-old who has [primary diagnosis and relevant 
co-morbidities], and is currently experiencing [complications or pressing concerns]. 

[The service/procedure/equipment] is required to [achieve this expected outcome] over the next [time 
frame]. In order to achieve this outcome, I am requesting coverage approval for [number and fre-
quency of  treatment sessions] to be provided by [name or characteristics of  recommended provider/setting].

The following alternatives have been tried, but with unsatisfactory results: [services; outcomes/
why outcomes were unsatisfactory.] These additional alternatives are not suitable because [services; 
why they are unable to meet the patient’s medical needs as well as the requested service can]. 

[This service] is essential to maintain a good quality of  care. [Patient] is currently experiencing 
[complications], which will be alleviated by [this service]. [Patient] has been hospitalized [#] times 
in the past [#] months, totaling [#] inpatient days, and has made [#] visits to the emergency 
room. [His/Her] need for [medication, other services] has increased by [this much] since [when]. 
[Patient] has missed [#] days of  school this year. Without [this service], [Patient] will experience 
[expected negative outcomes, including potential to increase cost of  care].

[This service] is important to this family because [family circumstances]. [Patient]’s current [services] 
no longer meet [his/her/the family’s] needs because [changes such as Patient’s recent growth or develop-
ment, change in family’s ability to provide care, etc.].

According to the literature [relevant research findings – preferably not more than two years old. In some 
cases, references to the literature may be more appropriate in the paragraphs concerning less suitable alterna-
tives or expected outcome].

In light of  this clinical information, and this patient’s condition, [this service] is medically nec-
essary and warrants coverage. Please contact me at [(000) 000-0000] if  you require additional 
information.

Sincerely,
Clinician name, title and contact information

Piece of           the Puzzle
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deNIAls hAppeN
Members’ Rights for  
Review and Appeal

 A health plan may deny coverage requests for many reasons; most involve either contractual 
coverage limits or medical necessity determinations. When coverage is denied, the family has 
the right to appeal the decision. 

Generally, there are two distinct kinds of  appeal. A grievance process or internal appeal hap-
pens first, through an established procedure within the health plan. If  coverage is again denied 
after the internal appeal, the family may be eligible to pursue an external review, which means 
that an independent agency – not the health plan – will review the case.

This chapter describes review and appeal processes for insured, self-insured, and Medicaid 
health plans, which are described in more detail in the Health Plan Funding �0� chapter.

iNSureD PlANS: iNTerNAl APPeAlS ProCeSS 

initiating the Appeal
Massachusetts law requires insured health plans based in the Commonwealth to accept griev-
ances by phone, by mail, in person or electronically (by fax or e-mail). In addition, if  a griev-
ance is submitted orally, the health plan is required to send the plan member a written sum-
mary of  the complaint within 48 hours. 

Time frame
Unless the member agrees in writing to extend the time frame, state law requires the health 
plan to provide a written resolution of  the grievance within 30 business days. The process is 
expedited under certain circumstances, however. Decisions for terminally ill patients must 
be made within 5 days; decisions regarding inpatient care must be made prior to the patient’s 
discharge from the hospital; and when a physician certifies that there is substantial risk of  im-
mediate harm to a patient, decisions must be made within 48 hours. If  there is no resolution 
within these time frames, the adverse determination is considered reversed and the health care 
services must be provided. No external review is necessary.

g  See Health Care Funding 
101, beginning on page 38,  
for important information 
about employer-sponsored 
health plans.
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The office of  
Patient Protection
 
In Massachusetts, the Office 

of Patient Protection (OPP) 

regulates the internal appeals 

process, administers the 

external review process, and 

also ensures that health plans 

are in compliance with regu-

lations around continuity of 

care. The OPP is part of the 

Massachusetts Department 

of Public Health.

1-800-436-7757

www.mass.gov/dph/opp/

outside Massachusetts 

Not every state has a counter- 

part to Massachusetts’ OPP. 

Find contacts and other  

for state-by-state informa-

tion about external review 

programs at: 

http://www.kff.org/ 
consumerguide/states.cfm

While Waiting for a Decision
The law requires that the health plan continue to cover treatment during the internal appeals 
process if  the treatment was initially authorized by the health plan and was not terminated 
because of  a specific time or episode-related exclusion in the contract. 

iNSureD PlANS: exTerNAl revieW ProCeSS 
An external review guarantees an independent review process for individuals covered by  
an insured Massachusetts health plan when they have been denied benefits for reasons of  
medical necessity.

eligibility rules:
n	  The service or supply being requested must be a covered benefit in the particular health 

plan contract – that is, it cannot be explicitly excluded from the health plan, and

n	  The health plan member must already have filed an internal grievance with the health 
plan, and received a “no” from the health plan no more than 45 days ago.

The health plan must explain the procedures for requesting an external review and include the 
external review forms whenever it issues its final “no.” The forms are also available from the 
Office of  Patient Protection (OPP) Web site (see sidebar).

The Massachusetts Department of  Public Health contracts with several external review agen-
cies. The reviews are conducted by independent, experienced physicians or other health care 
professionals from all over the United States who typically treat the health care conditions 
under review. By law, external review decisions are binding.

External review agencies normally have 60 business days to make a determination. However, 
if  a physician certifies that an expedited review is necessary because a delay in providing the 
requested services would pose a serious and immediate threat to the patient’s health, the ex-
ternal review agency must render a decision in five business days. Inquiries about an expedited 
review can be made to the OPP.

The Clinician’s role
The external review is a paper review, which means the independent physician or other profes-
sional reviews the available medical records of  the case. There is no hearing or other proceed-
ing. To ensure that the treating clinician’s perspective is considered, it must be submitted in 
written form as part of  the review application. 

What to include: medical records (the application form includes a release statement for the 
patient, parent or guardian to sign), a statement of  medical necessity, and any other informa-
tion that should be considered. The patient – or a parent or other family member – may also 
submit a statement.
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Self-iNSureD PlANS: APPeAl & revieW ProCeSS 
Families with self-insured health plans also have the right to appeal when coverage is denied. 
The health plan must provide the reason for the denial, instructions for initiating an appeal, 
and timelines for submitting the appeal and receiving a decision.

In a self-insured plan, if  the internal appeal is denied, the family has the right under the 
Employee Retirement Income Security Act (ERISA) to file suit in court to get the requested 
benefits. The external review is conducted as a part of  that process. The first step is to contact 
the Employee Benefits Security Administration (EBSA) for information about initiating the 
review (see sidebar). 

MeDiCAiD: APPeAl & revieW ProCeSS 
MassHealth is the state Medicaid program in Massachusetts. Medicaid programs vary by state 
and procedures outside Massachusetts vary.

When MassHealth denies a request for coverage, it sends a letter to both the MassHealth 
member and the health care provider. The member’s letter includes information about how 
to initiate an appeal. 

internal Appeal
Most MassHealth members are enrolled with either a Primary Care Clinician (PCC) or a Man-
aged Care Organization (MCO). Individuals enrolled with an MCO generally need to follow 
the internal appeals process the MCO has in place. PCC Plan members may appeal directly to 
MassHealth by requesting a Fair Hearing.

fair Hearing
“Fair Hearing” is the name given to the process MassHealth uses to resolve grievances, in-
cluding the review of  denied claims. Fair Hearing request forms are available online from the 
MassHealth Web site, http://www.mass.gov/masshealth.

The completed form, along with a copy of  the denial letter, should be faxed to 6�7-2�0-5820 
or sent to:

 Board of  Hearings  
 Office of  Medicaid 
 2 Boylston Street Boston, MA 02��6

employee benefits  

Security Administration 

(ebSA)

If an appeal has been denied 

by a self-insured health plan, 

EBSA can provide further 

information about initiating 

the review process.

866-444-eBSA (3272)

http://www.dol.gov/ebsa
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Unlike the external reviews described above, Fair Hearings are usually conducted in person. A 
Fair Hearing is led by an administrative judge, not a physician or other medical expert. Families 
may ask their own clinicians to participate in the proceedings by providing medical testimony. 
The decision made at a Fair Hearing is final and binding.

outside Massachusetts
The National Association of  State Medicaid Directors (NASMD) has links to all the state 
Medicaid programs online at http://www.nasmd.org/links.htm#states.

A WorD AbouT DeNiAlS 
It bears repeating: denials happen. Health plans are neither able nor obligated to pro-
vide coverage for every requested service, even if  the service is medically necessary. Some  
responsibility for paying for health care will always belong to families. Families who are in need 
of  additional sources of  funding to pay for their children’s care may find help through the  
consumer guides listed in Appendix III.
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denials happen

iNSureD HeAlTH PlANS iN MASSACHuSeTTS:  
A SuMMAry of THe ProCeSS for exTerNAl revieW

Whom to contact: Office of  Patient Protection
   Massachusetts Department of  Public Health
   250 Washington Street, �st Floor, Boston, MA 02�08
   Tel. 800-436-7757
   Fax 6�7-624-5046 (expedited review requests)
   http://www.mass.gov/dph/opp

Who can apply for an external review: The health plan member, the health care pro-
vider (with the health plan member’s consent), or another authorized representative.

When to apply: Usually, within 45 days of  receipt of  the health plan’s final adverse 
determination letter. To seek continuation of  coverage from the external review agency  
while the review is pending, file within 2 business days of  receipt of  the final adverse deter-
mination.

What to send: Follow the procedures provided by the health plan or request an external 
review application from the Office of  Patient Protection, (see page 33). 

fee: $25 (may be waived for financial hardship)

What will happen: The Department of  Public Health will randomly assign the case to 
an external review agency. The review agency will evaluate the case and return a decision.

When to expect a decision: Usually within 60 business days after the review agency 
receives the request from the Department of  Public Health, although the review agency may 
request an additional �5 business days. 

in urgent situations: To be eligible for the expedited appeal process, the treating pro-
vider must submit a written certification to the insurer and send supporting documentation 
indicating that waiting through the standard appeal process is likely to cause a substantial risk 
of  serious harm to the patient. After completion of  the internal expedited levels of  review, 
the expedited external review will be completed within 5 business days. 
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3�   Making the Case for Coverage

heAlth plAN FuNdINg 101
Where Coverage Comes  
From and Why It Matters

 WHere CoverAGe CoMeS froM
According to a national survey released in 2002, almost all children with special health care 
needs have at least some health insurance coverage. Usually, this is either through private, group 
health insurance, such as the kind offered by a parent’s employer; through a public health insur-
ance program, such as Medicaid or SCHIP; or through some combination of  the two.

Private Health Plans
Private, group health insurance plans, usually sponsored by an employer, may be “insured” or 
“self-insured.”  

n	  In insured plans, also called fully insured or fully-funded plans, employers purchase 
health insurance coverage for their employees. The insurer assumes the financial risk. 

n	  In self-insured plans, also called self-funded plans, instead of  purchasing health insur-
ance coverage, employers pay for their employees’ health care costs directly, usually us-
ing a health insurer to administer benefits, enrollment, billing and so on. In self-insured 
plans, it is the employer who assumes the financial risk.

Large companies frequently self-insure for a variety of  reasons, including consideration of  the 
costs involved. Some employers offer both self-insured and fully-insured plans. 

To employees, insured plans and self-insured plans may look exactly the same. Employees 
may have the impression that the health insurer hired to administer a self-insured plan is the 
source of  their coverage. The employer’s Human Resource office should be able to confirm 
whether an employee’s plan is self-funded or fully insured. Employees may also find clues in 
plan documents, such as any language that states the plan is only acting as an administrator or 
providing “administrative services only” to the employer. 



Public Health Plans
Medicaid is a public health insurance program for low-income individuals and some chil-
dren with disabilities who meet specific eligibility criteria. It is administered jointly by federal  
and state governments; within federally set policy, states have considerable discretion about 
eligibility and benefits. 

For Medicaid enrollees under age 2�, however, federal law requires Medicaid to cover a compre-
hensive set of  benefits and services known as EPSDT, or Early Periodic Screening, Diagnosis 
and Treatment. EPSDT requires periodic screenings to detect physical and mental conditions; 
dental, vision and hearing services; and all medically necessary diagnostic and treatment ser-
vices, according to federal definitions, whether or not they are covered for adults.

In most states, including Massachusetts, the Medicaid program offers managed care plans as 
an option for some or all Medicaid members. Sometimes the state operates its own managed 
care program, sometimes it contracts with private managed care plans, and often it does both. 
Some Medicaid members might be required to join a managed care plan, while for others this 
is an optional alternative to the traditional Medicaid program. 

The State Children’s Health Insurance Program (SCHIP) is also a federal/state partnership, 
established with the goal of  expanding health insurance to children whose families earn too 
much money to be eligible for Medicaid, but not enough money to purchase private insurance. 
In some states, Medicaid and SCHIP operate as a single program.

oversight
Different types of  health plans are under the authority of  different legal entities:

n	  Insured plans are subject to state law; they are overseen in Massachusetts by the state’s 
Division of  Insurance. 

n	  Self-insured plans are not subject to state law, but they are subject to federal protections 
overseen by the federal Employee Benefits Security Administration, which is part of  
the U.S. Department of  Labor. 

n	  Private health plans that contract with state Medicaid programs are under the  
authority of  those Medicaid programs, insofar as they are providing care for Medicaid 
members. They are also subject to licensure and other oversight by the state depart-
ment of  insurance. 

n	  State Medicaid programs and Medicare are regulated by the federal Centers for  
Medicare and Medicaid Services (CMS).

WHy iT MATTerS
Although every type of  health plan must provide legal protections for plan members, the type of  
funding that underlies a family’s coverage may affect benefits, dispute resolution and more. 
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benefits
n   Self-insured plans give employers more flexibility to design benefit packages – and  

benefit limits – than insured plans.

n	  Federal law exempts self-insured health plans from state mandates, although many em-
ployers with self-insured plans offer state-mandated benefits voluntarily. Medicaid is also 
exempt from state mandates, but is required to offer certain benefits under federal law. 
SCHIP benefit packages are determined by each state within broad federal guidelines.

n	  When employer-sponsored plans are self-insured, it is the employer – not the health plan 
– that has the contractual authority to make benefit exceptions.

Provider Networks
n	  In self-insured plans, the employer may select which physicians, therapists, hospitals, and 

other providers to include as part of  the plan network, although most accept the health 
plan’s standard network.

review and Appeal
n   The federal Employer Retirement and Income Security Act (ERISA) provides members 

of  employer-sponsored plans with certain legal rights regarding grievances and appeals. 
That includes both insured and self-insured plans. However, specific procedures for  
review and appeal generally vary depending on the type of  plan (insured vs. self-insured) 
and the state in which it is based. 

n	  Members of  public health plans like Medicaid also have rights for review and appeal; 
specific processes and procedures vary by state. 

The Clinician’s role
For the clinician, many steps in making the case for coverage will be the same no matter what 
type of  coverage the patient has. Writing an effective letter of  necessity for a private insurer is 
no different from writing one for Medicaid. 

Other steps may differ. If  coverage has been denied after an internal appeal, for example, a Mas-
sachusetts family with Medicaid may ask a physician to provide testimony in a hearing; he or she 
may be the only medical expert to participate in the proceedings. In the same situation, however, a 
family with private insurance won’t have a hearing. Their review will be a “paper review”; they will 
need their physician to provide thorough written support, to be reviewed by other physicians. 

In either case, clinicians can provide families with insight and support in making the most of  
their particular coverage. Parents with employer-sponsored insurance, for example, might be 
encouraged to discuss benefit packages with the employer, and potentially gain coverage that 
better suits the needs of  their children.
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healTh plan funding 101

CHilDreN WiTH SPeCiAl HeAlTH CAre NeeDS (CSHCN):

69.2% have private health insurance coverage.   
Private, group health insurance is often available through a  
parent’s employer.

33.8%  have inadequate health care coverage. 
Underinsured children have coverage, but it is too limited to meet their 
needs. It may exclude or place limits on therapies or mental health or 

other services that are critical to the child. 

27.4% are enrolled in Medicaid.    
The high proportion of CSHCN enrolled in Medicaid (compared to 18.5% 
of all children) reflects several factors: one is higher prevalence of special 
health needs among poor children; another is the existence of routes to 
Medicaid enrollment that are only available for CSHCN.

11.2%  were without health insurance at some point in the past year.  
Uninsured CSHCN may experience delay or omission of services, leading 
to loss of function, exacerbation of an existing condition, or the onset of 
secondary conditions.

7.3%  have a combination of public and private health insurance.  
In some states, some CSHCN can enroll in Medicaid to supplement the 
private insurance that is available through a parent’s employer.  By offer-
ing this option, states avert the tendency for employers or employees to 
drop private coverage altogether.

Adapted from the State-at-a-Glance Chartbook on Coverage and Financing of Care for Children and Youth  
with Special Health Care Needs, Catalyst Center: Improving Financing of Care for Children and Youth with  
Special Health Care Needs, 2006.  http://www.hdwg.org/catalyst/Chartbook_Main.php.
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Clinicians and health plans share the goal of  helping children and families get the health ser-
vices they need. To achieve it, they must also share an understanding of  the factors that inform 
medical coverage decisions. 

Families of  children with special needs will not always be happy with the coverage decisions 
that health plans make; nor will their clinicians. The process by which those decisions are 
made, however, offers clinicians a vital opportunity: to help ensure that decisions are based on 
the best information available.

By actively participating in making the case for coverage, clinicians can help promote medical 
coverage decision-making that is collaborative, compassionate, and most likely to meet the 
needs of  children and families. 

 

IN CoNClusIoN 
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This glossary has been developed to assist in the 
understanding of  commonly used terms and abbre-
viations. Definitions are provided for informational 
purposes ONLY and do not constitute official text 
of  statutes, regulations or policy. 

Administrative Services  
only (ASo)
In a self-insured plan, an arrangement in 
which an employer hires a third party to deliv-
er employee benefit administrative services to 
the employer. These services typically include 
health claims processing and billing. The em-
ployer bears the financial risk for health care 
expenses under an ASO plan.

Adverse Determination
In an appeal, the health plan’s decision that 
a service, treatment, drug or device is not 
medically necessary or appropriate, and the 
denial, reduction or termination of  coverage 
of  the service, treatment, drug or device.

Appeal
A formal request made to a payer to recon-
sider a decision, such as the denial of  a claim 

or prior authorization request. If  an internal 
appeal or grievance process within the health 
plan is unsuccessful, the insured may request 
an external review.

Assistive Technology
Equipment such as speech synthesizers, 
screen magnifiers, grasping devices, or read-
ing machines that help a child with a disability 
perform tasks of  daily living. Frequently ex-
cluded from health insurance coverage. 

benefit
A general term referring to any service (such 
as an office visit, laboratory test, surgical pro-
cedure, etc.) or supply (such as prescription 
drugs) covered in a particular health insur-
ance plan, and paid for either partially or fully 
by the health plan. 

benefit limit
A maximum applied to a covered benefit; 
usually, the maximum dollar amount or num-
ber of  visits that a health plan will pay for a 
particular covered benefit during a specified 
period of  time.

glossARy
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benefit Package
A collection of  services an insurer, govern-
ment agency, health plan, or an employer  
offers under the terms of  a contract. De-
pending on size, plan type and other factors,  
employers may offer employees a standard 
health care benefit package designed by a 
health plan, or they may design a more cus-
tomized benefit package.

Capitation
A fixed sum that an insurer pays to a provider 
for each person served, usually on a monthly 
basis and regardless of  the extent of  health 
services used. The capitation payment may 
cover all or part of  the individual’s benefits, 
depending on the agreement that is negoti-
ated between the insurer and the provider.

Centers for Medicare &  
Medicaid Services (CMS)  
The federal agency that administers Medi-
care and oversees the states’ administration 
of  Medicaid.

Children with Special  
Health Care Needs (CSHCN)
Infants, children and teens who have or are 
at increased risk for a chronic physical, de-
velopmental, behavioral, or emotional condi-
tion and who also require health and related 
services of  a type or amount beyond that re-
quired by children generally. 

Claim
A health-related bill submitted for payment 
to a health insurance company by the policy 
holder or health care provider.

Clinical Guidelines 
Decision-making tools used by health care 
providers and payers. Clinical guidelines 
identify, summarize and evaluate the best 
evidence and most current data about pre-
vention, diagnosis, prognosis, therapy, risk/
benefit and cost-effectiveness for particular 
conditions. They are usually produced at na-
tional or international levels by medical asso-
ciations or governmental bodies, and may be 
used in print form or via computer software 
packages. May be used by health plans to de-
velop medical policies and/or guide cover-
age decisions.

Clinician
An individual who cares for people in a health 
care context, such as a physician, nurse prac-
titioner, speech therapist, or mental health 
counselor. See also Provider.

Continuity of Care 
The degree to which the care of  a patient over 
time is provided and/or managed by the same 
provider; medical treatment received without 
interruption, such as during the resolution of  
an appeal after a claim has been denied.

Coordination of benefits (Cob)
The process by which insurers determine 
which of  them should be the primary or sec-
ondary payer of  medical claims for a patient 
who has coverage from more than one health 
insurance plan. 

Denial of Claim
Refusal by a health insurance company to 
honor a request by an individual (or his or 
her provider) to pay for health care services 
obtained from a health care professional.
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Durable Medical equipment 
(DMe)
Non-disposable medical equipment used in 
the course of  treatment or home care, includ-
ing such items as wheelchairs, walkers, or oxy-
gen concentrators. Coverage levels for DME 
often differ from coverage levels for office 
visits and other medical services.

early intervention 
A collection of  services provided by public 
and private agencies and designed by law to 
support eligible children and families in en-
hancing a child’s potential for growth and de-
velopment from birth to age three.

early Periodic Screening,  
Diagnosis and Treatment (ePSDT)
A set of  Medicaid benefits for Medicaid en-
rollees under 21 years of  age; designed to 
assure preventive treatment and promote 
early diagnosis and treatment of  identified 
health needs.

employee retirement income 
Security Act (eriSA) 
A broad-reaching federal law that establishes 
the rights of  participants in employee benefit 
plans, standards for the investment of  pen-
sion plan assets, and requirements for the dis-
closure of  plan provisions and funding.

experimental or  
investigational Procedure
Any health care service, supply, procedure, 
therapy or device the effectiveness of  which 
a health insurance company considers un-
proven. These services are generally excluded 
from coverage.

external review
Following a health plan’s adverse determi-
nation in an internal appeal, the process by 
which an independent agency reviews the 
case and makes a final decision as to the 
health plan’s liability for covering the cost of  
requested health care services. 

fully-funded Plan
See Insured Plan.

Grievance
See Appeal.

Health Plan
A private insurer, a public agency like Medic-
aid, or another organization that has agreed 
to pay for certain health care services. 

insured Plan
A type of  private, group health insurance plan 
in which a purchaser, such as an employer, 
purchases a health insurance policy for indi-
viduals, such as employees. 

letter of Medical Necessity
Documentation provided by a clinician to 
support the request for health care services. 
Provides information necessary to the health 
plan and explains why the requested services 
are reasonable and appropriate.

Mandated benefit
See State-Mandated Benefit.

Medicaid
A public health insurance program that is over-
seen by the federal government but administered 
by states. Medicaid provides coverage for health 
care and health-related services to low-income 
and other specific categories of  individuals.

Glossary     ��     



Medically Necessary
In general terms, a health care service that is 
reasonable, necessary and appropriate for the 
diagnosis or treatment of  a specific patient; 
has expected benefits that outweigh its poten-
tial risks; and for which there exists no read-
ily available, equally effective, and less costly 
alternative is considered medically necessary. 
Definitions, guidelines, and procedures vary 
by health plan.

Medical Policy
A health plan’s medical policy says whether it 
generally considers a particular medical ser-
vice appropriate for patients based on age, 
diagnosis, condition or other considerations.

Medicare
The federal health insurance program for peo-
ple 65 years of  age or older, certain younger 
people with disabilities, and people with End 
Stage Renal Disease (generally those with 
permanent kidney failure who need dialysis).

National Association of insurance 
Commissioners (NAiC) 
A national organization of  state officials 
charged with regulating insurance. NAIC was 
formed to promote national uniformity in in-
surance regulations.

Network 
A group of  physicians, hospitals and other 
health care providers who contract with a 
managed care organization and provide ser-
vices to its beneficiaries. Among other things, 
this contractual relationship may establish 
standards of  care, clinical protocols, and al-
lowable charges for specific services. In re-
turn for entering into this kind of  relation-

ship with an insurance company, a health 
care provider typically gains in numbers of  
patients and a primary care physician may 
receive a capitation fee for each patient as-
signed to his or her care.

Payer of last resort
Of  the health plans, public programs and 
other payers that may be liable for a person’s 
health care costs, the one that pays only after 
all others have paid their limit.

Primary Payer
An insurance policy, plan, or program that 
pays first on a claim for medical care.

Prior Authorization 
A health plan’s agreement to cover the cost 
of  certain requested health care services, 
following a review of  the patient’s need for 
those services and before those services are 
provided. Frequently required as a condition 
of  coverage for hospitalization, surgery, and 
certain diagnostic tests, equipment or pharma-
ceuticals. 

Provider
An individual or organization that provides 
or arranges health care services. Clinicians 
are providers, as are hospitals, nursing homes, 
and medical testing laboratories.

respite Care 
Temporary, short-term care provided to a 
child with special needs by a family member 
or other trained caregiver, thus providing re-
spite for the primary caregiver. Frequently 
excluded from health care coverage.
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rider
A written addition or amendment to an in-
surance policy that adds or limits the benefits 
payable under the policy. Sometimes, employ-
ers may negotiate no-cost riders that raise 
certain benefit limits, such as the annual cap 
on durable medical equipment.

Self-funded Plan
See Self-Insured Plan.

Self-insured Plan
A health insurance plan that is funded by an 
employer rather than through a health insur-
ance company. A health insurance company 
will typically handle the administration of  
such a plan, but the cost of  claims will be 
paid for by the employer through a fund set 
up for this purpose. See also Administrative 
Services Only.

State Children’s Health  
insurance Program (SCHiP)
A federal/state partnership established with 
the goal of  expanding health insurance to 
children whose families earn too much mon-
ey to be eligible for Medicaid, but not enough 
money to purchase private insurance. In 
some states, Medicaid and SCHIP operate as 
a single program.

State-Mandated benefits
Services that fully-funded, private insurance 
plans are required by state law to offer as cov-
ered benefits for their members. Specific ben-
efits vary by state. Self-insured plans and pub-
lic programs such as Medicaid are exempt.

Subrogation
The process by which insurers pursue pay-
ment from another liable party when a pa-
tient has coverage from more than one health 
insurance plan.

Summary Plan Description (SPD) 
Document furnished by health plans to mem-
bers; provides a detailed summary of  the 
plan, its covered benefits, and the process for 
filing claims. The summary plan description 
is also required to describe members’ rights 
and protections under ERISA.

Title v
Part of  the federal Social Security Act, Title 
V provides funds to each state to support 
maternal and child health programs, includ-
ing some especially for children with special 
health care needs. Design and implementa-
tion of  these programs vary by state.

utilization review (ur)
The process of  assessing the delivery of  med-
ical services to determine if  the care provided 
is appropriate, medically necessary, and of  
high quality. Usually involves data collection, 
review and/or prior authorization, especially 
for services such as specialists, emergency 
room use and hospitalization.

Glossary     ��     



��   Making the Case for Coverage

SAMPle #1 
Diagnostic Procedure

Patient Name: 
Patient DOB: 
Health Plan ID:

Dear ___________:

_______ is a fifteen-year-old boy who has had ongoing chronic abdominal pain and weight 
loss. He has had a history of  ulcerative colitis, but continues to have abdominal symptoms. He 
had an endoscopy and colonoscopy in December 2006, which showed evidence of  duodenitis 
as well as some mild lymphoid hyperplasia in the ileum. He has had an elevated sed rate. 

My impression is that _______ has a history of  ulcerative colitis, but shows ongoing increased 
intestinal inflammatory activity in the duodenum. I suspect the possibility of  Crohn’s disease 
and it is possible that he has inflammation downstream from where our endoscope could 
reach. In light of  his persistent symptoms I think he is a candidate for capsule endoscopy to 
try to determine if  there is disease activity in the small bowel. 

Capsule Endoscopy (CE) is cleared by the FDA as a first-line diagnostic tool in the detection 
of  abnormalities of  the small bowel and as illustrated in the supporting FDA meta analysis:

n			 CE demonstrates a superior diagnostic yield (7�% as compared to 4�% for all other con-
ventional diagnostic methods)

n			 CE allows detailed (up to 0.� millimeter resolution) visualization of  small intestine mucosa

AppeNdIx I
Sample Letters of Medical Necessity 



n			 CE is more effective in finding pathology than with radiological exams: approximately 23 
times more effective than small bowel follow through and approximately �22 times more 
effective than abdominal CT.

n			 Historically diseases of  the small intestine are particularly difficult to diagnose:

n			 Traditional diagnostic methods have limited viewing capabilities; viewing is limited to the 
first one-third of  the small intestine

n			 Findings are often inconclusive and patients continue to suffer, remain symptomatic and have 
poor quality of  life

n			 Undiagnosed problems necessitate the need for repetitive tests, increasing the cost of  care

n			 The average patient endures approximately 7.1 diagnostic procedures prior to finding a 
definitive diagnosis.

In my medical opinion, _______’s condition warrants the diagnostic procedure of  Capsule 
Endoscopy. Obtaining an accurate diagnosis with this procedure will enable me to effectively 
treat and appropriately monitor the patient’s condition, allowing the patient a higher quality 
of  life.

Sincerely,
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SAMPle #2 
Treatment option

Patient Name 
Patient DOB: 
Health Plan ID:

Dear ___________:

_________ is a 2-year-old who was diagnosed with stage IV neuroblastoma in December, 
2006. He is being treated at [hospital] per the [proprietary protocol ID] (schema enclosed). 
Promising results have been documented with this treatment (George R.E., et al: High-risk 
neuroblastoma treated with tandem autologous peripheral-blood stem cell-supported trans-
plantation: long-term survival update, Journal of  Clinical Oncology, 2006 Jun 20;24(18):2891-
6). It is our standard treatment for this aggressive childhood disease. The intent of  this treat-
ment is cure.

_______ was in his usual state of  good health until one month prior to diagnosis when he 
was noted to intermittently limp. Three days prior to admission he refused to walk. He was 
evaluated at a local emergency room where plain films were unremarkable and blood counts 
revealed a WBC ___, HCT ___, PLT ___. _______’s mother left the ER with him prior to 
results being reviewed. The next day she brought ______ to the pediatrician’s office because 
he had developed a fever. ______ was then transferred to [hospital] and underwent further 
evaluation. A whole body MRI was significant for a large multi-lobulated left paraspinal mass 
measuring ___ cm x ___ cm x ___cm, crossing the midline and encasing the central vessels. 
An open needle biopsy was performed with pathology results revealing a malignant round 
cell tumor, N-myc amplified. Diffuse bone marrow involvement was present. We informed 
_______’s parents of  the diagnosis and discussed the severity of  the disease (pathology and 
radiographic reports enclosed).

Thus far ______ has received four courses of  chemotherapy. Prior to the last course of  che-
motherapy on March �5, 2007, restaging was performed. Radiographic scans showed marked 
decrease in the size of  the tumor. In addition repeat bone marrow biopsies were clear of  
disease (reports enclosed). Overall, _____ has tolerated treatment well in part due to the good 
care he is receiving at home and in the hospital, and his good nature. He has adjusted to the 
accessing of  the Port-a-Cath and injections of  Neulasta. He has had minimal side effects from 
treatment and has not yet been admitted for fever in the setting of  neutropenia.

According to the protocol, _____ will now undergo stem cell collections through a newly 
placed double lumen catheter in anticipation of  the two autologous stem cell transplants. 



After the planned fifth course of  chemotherapy, _____ will undergo a surgical resection of  
the primary mass. He may need intraoperative radiation or postoperative radiation depending 
upon the surgical bed and margins, respectively. Once ______ has recovered from surgery, he 
will be admitted for the first stem cell transplant. Conditioning will include etoposide, carbo-
platin, and cyclophosphamide. It is anticipated that he will be hospitalized about four weeks 
depending upon recovery of  marrow and clinical condition. During that time he will be closely 
monitored for life-threatening infections, mouth sores, pancytopenia, vaso-occlusive disease 
(VOD), or any other transplant-related complication. ______ will have some time at home 
between transplants prior to being reevaluated for the second transplant. Conditioning for the 
second transplant includes melphalan and total body irradiation (TBI). Again _____ will be 
closely monitored for complications. He will not be discharged until recovery of  bone marrow 
is evident, and he is afebrile, without pain, and able to drink liquids.

As is standard practice for neuroblastoma treatment, after the transplants _____ will receive 
up to six months of  oral treatment with Accutane at home. He will be monitored at home by 
the VNA nurses and undergo frequent outpatient clinic visits to assess his recovery. Although 
we know this treatment course is grueling, our experience with this regimen has been promis-
ing and it is our opinion that ______ will continue to do well. If  we can be of  further assis-
tance, please do not hesitate to contact us at [phone number].

Sincerely,

enclosures:
n			 [Proprietary Protocol ID].

n			 George RE., et al: High-risk neuroblastoma treated with tandem autologous peripheral-
blood stem cell-supported transplantation: long-term survival update. Journal of  Clinical 
Oncology, 2006 Jun 20;24(18):2891-6. 

n			 Von Allmen, D., et al: Aggressive surgical therapy and radiotherapy for patients with high-
risk neuroblastoma treated with rapid sequence tandem transplant. Journal of  Pediatric 
Surgery. 2005 Jun;40(6):936-41; discussion 941.

n			 Grupp, S.A., et al: Tandem high-dose therapy in rapid sequence for children with high-risk 
neuroblastoma. J Clin Oncol. 2000 Jul;18(13):2567-75.

n			 Patient’s pathology, radiography reports
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SAMPle #3
Durable Medical equipment

Patient Name: 
Patient DOB: 
Health Plan ID:

Dear ___________:

I am writing on behalf  of  my patient, ______, to request a special exception from the benefit 
limit for durable medical equipment for a wheelchair modification. 

background
______ is a beautiful �4-year-old young lady with a seizure disorder, microcephaly, MR, os-
teopenia, osteoporosis and is legally blind. She is non-ambulatory and non-verbal, and com-
municates through facial gestures and vocalizations. She is followed by a multidisciplinary 
team at [name of  hospital]. She is also enrolled in the [school program] 5 hours a day, 5 days 
a week. She receives PT, OT, SLP and educational and medical services.

Current equipment
______ uses an IRIS manual wheelchair and a Rifton Supine Stander. She also has a Rifton 
bath chair which is 6 years old. She has bilateral AFOs for lower extremity support.

Wheelchair modifications requested
______ was referred to our seating and mobility clinic for some much needed modifications to 
her current wheelchair. She had modifications to the chair last year, but in recent months she 
has gone through a growth spurt which has led to an increase in muscle tone throughout. She 
now requires additional modifications to ensure optimal seating. The specific modifications 
are the following:

n			 Curved I Back �6 x �8: The curved back will ensure complete contact between ______   
 and the back rest. She does not have complete contact between her and the current back   
due to an increase in head and trunk flexion posture.

n			 Ultimate Cushion 16 wide (18 right 16 left): She has a significant leg length discrepancy 
 requiring a custom cushion that will ensure equal and proper weight distribution  
 throughout her pelvis and thighs.

n			 Extension tube: This is for the right side to accommodate her leg length discrepancy.
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n			 Stealth multi-adjustable headrest with swing away forehead system: ______ has poor head  
 control and tends to flex her neck forward and laterally. She requires constant reposition-
ing in her current headrest, as she can get her head caught between the headrest and the 
top of  her backrest. This is extremely dangerous, and she needs individual attention from 
the caregivers or classroom staff. The Stealth headrest has many of  the positioning com-
ponents that ______ requires to obtain optimal head support.

expected outcomes
The requested wheelchair modifications are necessary to accommodate _____’s recent 
growth. They will reduce the likelihood of  decubitus ulcers, increase her comfort, and en-
hance her ability to do ADLs from her wheelchair. Although the cost of  these modifications 
may exceed her benefit limit for DME, failure to make them may lead to short-term medical 
complications that will increase the overall cost of  her care. 

We would like to thank you in advance for your time and consideration with this important 
request. If  you have any questions or need any additional information, please do not hesitate to 
contact me at [phone number].

Sincerely,
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SAMPle #�
Speech-language Therapy

Patient Name: 
Patient DOB: 
Health Plan ID:

Dear ___________:

This letter is in response to [health plan]’s decision to deny coverage of  speech-language pa-
thology services for a patient of  mine as of  February, 2007.

__________ is a __-year-old boy with a history of  significant delays in speech and language 
and fine motor skills. In April 2006, he was evaluated at [site] and given a provisional diagnosis 
of  Pervasive Developmental Disorder – Not Otherwise Specified (PDD-NOS), which is an 
Autism Spectrum Disorder. 

__________ was initially approved for 8 speech-language therapy visits “while an indi-
vidualized education plan (IEP) is established or revised to incorporate additional therapy” 
per [health plan]. _________ currently has an IEP through the [school, school system or 
other educational service, program or agency] and receives therapy 2 times per week for 30  
minutes in an inclusion setting, with no individualized pullout services provided. [Provider], 
who evaluated him at [site] recommended “direct speech and language therapy at least 2 hours a 
week,” which is not being provided per his IEP. While ________ does receive speech-language  
pathology services through his public school system, they are not offered at the frequency or 
intensity that he requires to address his needs.

Please continue to approve visits for clinical speech-language pathology services for this child. 
Not only does he need continued services, but services should be increased to 2 visits per 
week. I am requesting that his therapy be increased for a period of  3 months, after which an 
interim reassessment will be performed. It is expected that increasing the intensity of  therapy 
will enable __________ to achieve the short-term goals outlined in his attached IEP related 
to auditory processing and verbal communication.

Please contact me with your decision.

Sincerely, 

enclosure:
Patient’s IEP
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SAMPle #�
Preventive Treatment

Patient Name: 
Patient DOB: 
Health Plan ID

Dear ___________:

I am writing on behalf  of  my patient, ____________, to request approval of  the benefit to 
receive Synagis for the winter 2006-2007 season. As you well know, the RSV season is already 
upon us and we’ve received notification of  multiple admissions to [hospital] of  RSV positive 
bronchiolitis.

____________ is a 28-week preemie with a long and complicated history of  bronchopulmo-
nary dysplasia, patent ductus arteriosus s/p indocin induced closure, sepsis, anemia of  prema-
turity, hydronephrosis, TPN cholestasis, retinopathy of  prematurity, and failure to thrive. At 
the age of  2� months, she is still much below the 5% weight and at the �0% for height. Her 
inability to catch up with weight gain is related to her bronchopulmonary dysplasia and fre-
quent exacerbations of  her secondary reactive airway disease, even though she has not been on 
oxygen or diuretics for over 6 months. Nonetheless she is still on chronic asthma medication 
and receives supplementary nutrition. Her pulmonary condition is very fragile and the slightest 
upper respiratory illness can precipitate a need for oxygen and hospitalization.

I strongly recommend that _______ receive the full complement of  Synagis for this flu sea-
son. Please reconsider giving her this benefit.

Sincerely,
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AMeriCAN ACADeMy of PeDiATriCS

Policy Statement
Organizational Principles to Guide and Define the Child Health Care System  

and/or Improve the Health of  All Children

Committee on Child Health Financing

Model Contractual language for Medical Necessity for Children

ABSTRACT. The term “medical necessity” is used by Medicare and Medicaid and in insur-
ance contracts to refer to medical services that are generally recognized as appropriate for the 
diagnosis, prevention, or treatment of  disease and injury. There is no consensus on how to 
define and apply the term and the accompanying rules and regulations, and as a result there has 
been substantial variation in medical necessity definitions and interpretations. With this policy 
statement, the American Academy of  Pediatrics hopes to encourage insurers to adopt more 
consistent medical necessity definitions that take into account the needs of  children. Pediatrics 
2005; 116:261—262; medical necessity, medically necessary, managed care, contract.

iNTroDuCTioN
The definition of  “medical necessity” in this statement articulates model language that takes 
into account the unique needs of  infants, children, adolescents, and young adults through 2� 
years of  age. To the extent possible, this definition draws on model language developed by 
Stanford University.�

DefiNiTioN
Health insurers should define medical necessity as health interventions for children that take 
into account all of  the following criteria.

AppeNdIx II
Model Contractual Language for  
Medical Necessity for Children
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Scope of Health Problems
Medically necessary health interventions are intended to promote normal growth and development 
and prevent, diagnose, detect, treat, ameliorate, or palliate the effects of  a physical, mental, behav-
ioral, genetic, or congenital condition, injury, or disability. They should:

n assist in achieving, maintaining, or restoring health and functional capabilities without  
 discrimination to the nature of  a congenital/developmental anomaly; 
n be appropriate for the age and developmental status of  the child; 
n take into account the setting that is appropriate to the specific needs of  the  
 child and family; and 
n reflect current bioethical standards.

evidence of effectiveness
Medically necessary interventions must be reasonably expected to produce the intended results for 
children and to have expected benefits that outweigh potential harmful effects.

n  For new interventions, for which clinical trials have not been conducted, effectiveness should 
be determined on the basis of  clinical judgment after assessing the professional standards of  
care for children or consensus pediatric expert medical opinion.

n  For existing interventions, effectiveness for children should be determined first on the basis 
of  scientific evidence.* If  insufficient scientific evidence for children is available, professional 
standards of  care for children must be considered. If  professional standards of  care for chil-
dren do not exist or are outdated or contradictory, decisions about existing interventions must 
be made on the basis of  consensus pediatric expert opinion. Giving priority to scientific evi-
dence does not mean that coverage of  existing interventions should be denied in the absence 
of  conclusive scientific evidence.

value
n  Medically necessary interventions must consider value for children on the basis of  effectiveness. 

Cost-effective does not necessarily mean lowest price.

ProCeSS for DeTerMiNiNG MeDiCAl NeCeSSiTy
The American Academy of  Pediatrics recommends that health plans describe the processes by 
which physicians and other health care professionals provide justification for the medical neces-
sity of  health interventions that they prescribe or order. Descriptions of  these processes should 
include:
n  how to provide clinical evidence supporting coverage of  interventions that meet the needs of  

the individual child;
n  how to incorporate appropriate pediatric medical or surgical subspecialty or expert  

opinion or testimony supporting coverage of  interventions;
n  how to assist families or physicians who wish to appeal medical-necessity denials; and
n  how and when coverage decisions will be made.
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*   Scientific evidence consists primarily of  randomized, controlled clinical trials that either directly or indirectly 
demonstrate the effect of  the intervention on health outcomes. If  randomized, controlled clinical trials are not 
available, observational studies that demonstrate a casual relationship between the intervention and health outcomes 
can be used. Partially controlled observational studies and uncontrolled clinical series may be suggestive but do not 
by themselves demonstrate a casual relationship unless the magnitude of  the effect observed exceeds anything that 
could be explained by either natural history of  the medical condition or potential environmental biases.

All policy statements from the American Academy of  Pediatrics automatically expire 5 years after publication unless reaffirmed, 
revised, or retired at or before that time.
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CliNiCAl GuiDeliNeS,  
revieWS & TeCHNoloGy 
ASSeSSMeNTS

American Academy of  
Pediatrics (AAP)
http://aappolicy.aappublications.org

The AAP offers both Clinical Reports  
(“guidance for the clinician in rendering pe-
diatric care”) and Clinical Practice Guidelines 
(“evidence-based decision-making tools for 
managing common pediatric conditions”). 

The Cochrane Collaboration 
http://www.cochrane.org 

The Cochrane Collaboration is an interna-
tional non-profit and independent organiza-
tion that produces and disseminates sys-
tematic reviews of  healthcare interventions, 
and promotes the search for evidence in the 
form of  clinical trials and other studies. It 
publishes the quarterly Cochrane Database 
of  Systematic Reviews. 

eCri 
http://www.ecri.org

http://www.ecri.org/Patient_Information/ 
NationalPatientLibrary.aspx

ECRI is an independent and nonprofit 
health services research agency that works 
to improve the safety, quality, and cost-ef-
fectiveness of  healthcare. Its funders and 
collaborators include the U.S. Agency for 
Healthcare, Research and Quality (AHRQ) 
and the World Health Organization. Among 
its activities is a Health Technology Assess-
ment Information Service that conducts 
objective technical assessments on how 
well drugs, devices, and medical procedures 
work. It also makes information available in 
a patient-friendly format.

Hayes, inc. 
http://www.hayesinc.com

Hayes, Inc. tracks new and emerging health-
care technologies and produces information 
for health plans and others to offer guidance 
in coverage policy development.

AppeNdIx III
Resources 
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institute for Clinical Systems  
improvement (iCSi)
http://www.icsi.org

The Institute for Clinical Systems Improve-
ment (ICSI) is a quality improvement 
organization that produces clinical guidelines 
and technology assessments for its mem-
ber health plans and providers. ICSI has 
produced “consumer friendly” versions of  
some of  its guidelines, designed to “define 
or provide descriptions of  medical terms for 
the benefit of  patients and family members 
who are well educated but may be unfamil-
iar.” The Health Care Guidelines for Patients and 
Families are not intended to replace tradi-
tional patient education materials, but rather 
as a tool to assist patients in partnering with 
their physician. 

interQual 
http://www.interqual.com

InterQual produces clinical evidence  
summaries, care planning criteria, and other 
tools that promote evidence-based, clinical 
appropriateness decision-making. Samples 
are available on the Interqual Web site.

MassHealth Guidelines for  
Clinical Treatment 
http://tinyurl.com/2yrjsl 

Massachusetts’ Medicaid program has 
developed Clinical Practice Guidelines for 
MassHealth Providers, and Guidelines for 
Medical Necessity Determination, both  
available here.

Medicare evidence Development 
and Coverage Advisory Committee 
(MedCAC) 
http://www.cms.hhs.gov/FACA/02_MCAC.asp

Established in 1998, MedCAC provides in-
dependent guidance and expert advice to the 
Centers for Medicare and Medicaid Services 
(CMS) on specific clinical topics, technology 
and science.

Technology evaluation  
Center (TeC) 
http://www.bcbs.com/tec

TEC, which is operated by the national Blue 
Cross Blue Shield Association and has a 
close collaboration with Kaiser Permanente, 
creates assessments of  medical technologies 
based on “a comprehensive evaluation of  
the clinical effectiveness and appropriate-
ness of  a given medical technology.” TEC’s 
work is guided by a Medical Advisory Panel 
(MAP), which is composed of  independent 
physician experts.
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CoNSuMer GuiDeS

AbC for Health (Wisconsin-based)
http://www.abcforhealth.org/

This public interest law firm has helped 
thousands of  Wisconsin families solve prob-
lems paying for health care. Services include 
health benefits counseling, legal services, 
training and consultation.

A Consumer Guide to Handling 
Disputes with your employer or 
Private Health Plan, 200� update 
Kaiser Family Foundation 
http://www.kff.org/consumerguide/7350.cfm

This guide helps families navigate their 
employer or private health plan’s internal 
grievance procedure, along with the external 
review programs available in their state. The 
guide is not applicable, however, for resolv-
ing disputes for families with Medicare or 
Medicaid coverage.

Directions: resources  
for your Child’s Care 
Second Edition, 2004  
Massachusetts Department of Public Health 
http://www.mass.gov/dph/fch/directions

Directions is an organizing notebook and a 
resource guide for families of  children with 
special health care needs.

Health Care for All Helpline  
(Massachusetts) 
http://www.hcfama.org/index.
cfm?fuseaction=Page.viewPage&pageId=274  
�-800-272-4232

Massachusetts families can use the Helpline 

Online for simple questions about copay-
ments, rules, directions, program eligibility, 
and for suggestions about insurance options. 
The Helpline Telephone Service is appropri-
ate for more complicated questions about 
eligibility or dispute resolution.

Paying the bills: Tips for families 
on financing Health Care for  
Children with Special Needs
Second Edition, 1999  
New England SERVE 
http://www.neserve.org/neserve/ptb.html

Paying the Bills was developed by parents who 
have children with special health needs. They 
have tapped their own experiences, along 
with those of  other families and profession-
als, to share information and strategies for 
getting payment for children’s health care. 
Paying the Bills encourages families to ask 
questions, learn about the health financing 
system, and be persistent.

Workplace benefits for families 
of Children with Special Needs: A 
Guide for employees
Center for Child and Adolescent Health 
Policy, MassGeneral Hospital for Children, 
January 2005 
http://massgeneral.org/children/professionals/
ccahp/empl_benefit_study/default.aspx 

This guide is designed to help working 
parents think about employer-sponsored 
benefits and supports that can help them 
balance the special needs of  their children 
with the demands of  their work lives. It 
addresses health care benefits, work-life 
and employee assistance programs, flexible 
spending accounts and more. There is also a 
companion guide for employers.
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your Guide to Managed  
Care in Massachusetts
January, 2007  
Massachusetts Division of   
Health Care Finance and Policy  
http://tinyurl.com/3cmyaz

This consumer guide about different types 
of  health insurance, choosing a health 
plan, and filing an appeal or complaint also 
presents comparative information for ten 
commercial health plans in Massachusetts. 
(Medicare, MassHealth/Medicaid, and self-
funded/ERISA plans are not included).

iNSurANCe riGHTS &  
reGulATioNS 

(Maximus) Center for Health  
Dispute resolution (CHDr)
http://www.maximus.com/chdr

One of  three external review agencies cur-
rently contracting with the Massachusetts De-
partment of  Public Health’s Office of  Patient 
Protection to conduct external reviews. 

Council for Affordable  
Health insurance
http://www.cahi.org

The Council for Affordable Health Insur-
ance (CAHI) is an association of  insurance 
carriers that researches and advocates health 
care reform measures.

employee benefits Security  
Administration (ebSA)
866-444-EBSA (3272) 
http://www.dol.gov/ebsa

EBSA provides assistance to individuals 
covered by private health, retirement and 
other plans, and can offer dispute resolution 
guidance to members of  self-insured health 
plans.

eriSA/Department of labor
http://www.dol.gov/dol/topic/health-plans/ 
index.htm

The federal Employer Retirement and In-
come Security Act (ERISA) provides mem-
bers of  employer-sponsored plans (both 
insured and self-insured) with certain legal 
rights regarding grievances and appeals.

external review Programs:  
State by State
http://www.kff.org/consumerguide/states.cfm 

This section of  the Kaiser Family Founda-
tion’s consumer guide provides information 
about the external appeal processes available 
in each state. Where pertinent, information 
about the internal appeal process is also pro-
vided. Procedures were current as of  August 
2004; links to individual state agencies are 
provided at the bottom of  the table.

Health law Advocates
http://www.hla-inc.org/

Health Law Advocates, Inc. (HLA) is a 
public interest law firm affiliated with Health 
Care For All, a leading health advocacy orga-
nization in Massachusetts. HLA is dedicated 
to ensuring access to health care for society’s 



most vulnerable members. HLA provides 
free legal representation to eligible consum-
ers who live or work in Massachusetts and 
seek access to health care. 

independent Medical expert  
Consulting Services, inc.  
(formerly Hayes Plus)
http://www.imedecs.com/

One of  three external review agencies cur-
rently contracting with the Massachusetts De-
partment of  Public Health’s Office of  Patient 
Protection to conduct external reviews. 

island Peer review organization 
(iPro)
http://www.ipro.org

One of  three external review agencies cur-
rently contracting with the Massachusetts De-
partment of  Public Health’s Office of  Patient 
Protection to conduct external reviews.

kaiser family foundation’s  
StateHealthfacts.org
http://www.statehealthfacts.org

This online resource includes a wealth of  in-
formation on health care financing in all fifty 
states, including mandated insurance benefits, 
Medicaid eligibility, SCHIP and more.

National Committee for  
Quality Assurance (NCQA)
http://www.ncqa.org

This independent, not-for-profit organiza-
tion develops quality standards and perfor-
mance measures for health plans, offering 
accreditation to plans that meet its criteria. 
The NCQA also produces a range of  public 
information, including “report cards” on 
accredited plans. 

office of Patient Protection 
MA Department of  Public Health 
�-800-436-7757
http://www.mass.gov/dph/opp

See page 33. 

State insurance Commissions
In Massachusetts: Massachusetts Division of  
Insurance, http://www.mass.gov/doi/. 

In other states: The National Association of  
Insurance Commissioners has a link to state 
insurance departments at http://www.naic.
org/state_web_map.htm.
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New england Serve 

New England SERVE is an independent health research and planning organization with a 
focus on children with special health care needs.  It supports the improvement of  care delivery 
and financing systems through the promotion of  family-centered care, medical home part-
nerships, care coordination, responsible health care financing, and consumer roles in health 
policy-making. Since its founding in 1983, New England SERVE has been a leader in building 
collaboration among professionals in all types of  health care settings and the families they 
serve.  It furthered this commitment in 1999 by establishing the Massachusetts Consortium 
for Children with Special Health Care Needs, and again in 2006 with the launch of  the Fam-
ily-Professional Partners Institute.

The Massachusetts Consortium for  
Children with Special Health Care Needs

The Massachusetts Consortium for Children with Special Health Care Needs is a working 
group dedicated to improving systems of  care for children and families in the state.  Its mem-
bers are consumers, health care providers from diverse settings, health plan administrators, 
family advocates, and professionals in the public health, mental health, and human services 
fields. Together, Consortium members are committed to promoting and realizing in Mas-
sachusetts the national objectives of  building a more responsive and family-centered system 
of  care for children with special health care needs. New England SERVE, an independent 
health research and planning organization, established the Consortium in 1999 and continues 
to convene and facilitate its activities.

New England SERVE 
�0� Tremont Street, Suite 8�2 
Boston MA 02�08 
Tel. 617-574-9493 
Fax 617-574-9608 
www.neserve.org

ABout
New England SERVE and  
The Consortium





Excellent… It emphasizes 
the important role that the 
clinicians play, which is so 
critical to getting a service 
or supply approved.

—  Karen Granoff, Director 
Office of  Patient Protection 
MA Department of  Public Health

“
”

Praise for Making the Case for Coverage:
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