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EXECUTIVE SUMMARY 
 

Technological advances in the past fifty years have prolonged and improved the lives of 
children and youth with special health care needs. Advances in durable medical equipment 
(DME), the term applied to a wide range of devices that enhance mobility or communication 
or sustain basic body functions, have been part of that technological revolution.  The 
potential for DME to improve life for children with special health care needs and their 
families has, however, been constrained by the failure of our social system to assure timely, 
equitable access to needed DME for children and their families.  As a consequence, children 
experience impaired health and development and their parents experience demoralization, 
increased stress and in some cases, even physical injury. And inefficiencies in the process for 
acquiring DME for children ultimately lead to waste for the system as a whole. 
 
It is estimated that 24,000 of the nearly 238,000 children in Massachusetts with special health 
care needs use durable medical equipment to survive and thrive in their everyday lives. While 
it is clear that the process for obtaining DME is complex and cumbersome, it is less clear 
why and where the system fails these children and families.  There is little research to 
indicate how the system works, where it breaks down, or how it could be simplified and 
improved. And there are currently no standard guidelines, procedures, or mandates that 
define timely delivery of DME or ensure that appropriate equipment and services to 
maintain that equipment are provided within a time frame that maximizes a child’s health 
and well-being. 
 
Between 2001 and 2008, the Massachusetts Consortium for Children with Special Health 
Care Needs conducted a series of projects that provide important insight into the challenges 
and barriers that Massachusetts families face when acquiring DME for their children. 
Through these efforts, the Consortium has documented problems that have been discussed 
among parents and providers who work closely with families, but have not been more 
broadly understood or acknowledged by other stakeholders or the general public. While this 
work suggests that there is still much we do not understand about the challenges that 
families face regarding DME, enough has been learned to support a set of recommendations 
for improvement in policies and procedures at all levels. These address clinical protocols; 
procedures for communication among providers and between providers, vendors and 
payers; public and private payer policies; and policies and procedures of MassHealth and 
other state agencies. 
 
An important first step in addressing these challenges was the drafting of a bill calling for the 
Massachusetts state legislature to further study this issue. The bill, Senate 800, “An Act 
Establishing a Commission to Reduce Unnecessary Wait Time for Children with Special 
Health Care Needs To Receive Needed Medical Equipment Such as Wheelchairs and Lifts,” 
was initiated by the Consortium and filed in January, 2009 with 16 sponsors (See 
http://www.mass.gov/legis/bills/senate/186/st00pdf/st00800.pdf). If passed, the bill will 
establish a Governor’s Commission to address how wait time for acquiring DME for 
children with special health care needs can be reduced. With more than 24,000 children in 
Massachusetts relying on DME, the opportunities for improving child and family health and 
well-being, while reducing system waste, are sizeable. 
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INTRODUCTION 
 
Technological advances in the past fifty years have prolonged and improved the lives of 
children and youth with special health care needs. Advances in durable medical equipment 
(DME), the term applied to a wide range of devices that enhance mobility or communication 
or sustain basic body functions, have been part of that technological revolution.  The 
potential for DME to improve life for children with special health care needs and their 
families has, however, been constrained by the failure of our social system to assure timely, 
equitable access to needed DME for children and their families.  As a consequence, children 
experience impaired health and development and their parents experience demoralization, 
increased stress and in some cases, even physical injury. And inefficiencies in the process for 
acquiring DME for children ultimately lead to waste for the system as a whole. 
 
While it is clear that the DME process is complex and cumbersome, it is often unclear why 
approval for particular items is denied or why some approved items are delayed.  There has 
been little research of the DME process -- how the system works, where it breaks down, or 
how it could be simplified and improved. And there are currently no standard guidelines, 
procedures, or mandates that define timely delivery of DME or promote accountability to 
ensure that appropriate equipment and services to maintain that equipment are provided 
within a time frame that maximizes a child’s health and well-being. 
 
 

BACKGROUND 
 
The federal Maternal and Child Health Bureau (MCHB) defines “children with special health 
care needs” (CSHCN) as those who “have or are at increased risk of 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.”1 Interviews with 
Massachusetts families conducted by the 2005-2006 National Survey of Children with 
Special Health Care Needs (NSCSHCN) resulted in a state estimate of 16.4% of children 
with special health care needs.2  Applied to the state population under age 18, this yields an 
estimate of about 238,000 Massachusetts CSHCN.3  
 
CSHCN use health care resources to a greater extent than their peers4 yet many have unmet 
care needs. In the national survey cited above, of the approximately 238,000 CSHCN in 
Massachusetts, 11.0% of their parents reported at least one unmet service need. 
Furthermore,10.2% of these same respondents reported that their children required durable 
medical equipment (DME). This represents more than 24,000 children in Massachusetts. 
 

‘Durable medical equipment’ is defined by Massachusetts regulations as products and 
devices that can be used over an extended period of time and fulfill a medical need in the 
home.5 This definition covers a broad range of products, such as wheelchairs, hospital beds, 
feeding pumps, ventilators, pulse oximeters, and standers that are critical to child 
development, function, and even survival. 
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The need for DME varies across pediatric conditions.  A study of children with eight 
common conditions enrolled in the Washington State Medicaid program found that DME 
accounted for 2% of all child health care expenditures and 5% of expenditures among 
children with at least one of the eight studied conditions, but 24% of expenditures for 
children with cerebral palsy and 12% for children with spina bifida.6  Study authors note that 
restrictions on DME access bear most heavily on subgroups among children. A recent 
Massachusetts study suggests that the population of children requiring certain types of DME 
may be increasing.7  This study replicated a 1990 census of ventilator-assisted children in the 
state and found a three-fold increase in use in the intervening years; the authors attribute this 
increase to increased survival of children born prematurely and to increased use of 
technology by children with other conditions.  
 
The process required to obtain DME for a child is complex, involving in some cases and 
with varying intensity, therapists, primary and specialty pediatricians, vendors, manufacturers 
and one or more insurers.8  Several systemic factors compound inherent complexity of the 
process.  In one survey, more than 70% of pediatric residents and practicing pediatric 
physicians reported getting no formal training on DME.9 And most pediatricians do not 
comply with AAP policy calling for an active physician role in the DME process; strikingly, 
younger medical graduates are less involved in DME management than older.10  Research 
also shows that most families lack comprehensive care coordination that might compensate 
for physician uncertainty in helping them obtain appropriate equipment.11,12 
 
For many children and families, the process is also complicated by restrictions on DME 
coverage.  Restrictions may be placed on the number or the total cost of items covered in a 
given year.  Even insurers that do not impose blanket restrictions generally require prior 
approval for DME, with approval resting on proof of medical necessity.  There is no widely 
accepted definition of the term for children, for whom the functional baseline that may 
apply to an adult who has lost a previous level of function is not available.13  Whatever 
standard a particular insurer uses, the process generally requires substantial detail about the 
child’s condition and a strong argument for the link between that condition and the need for 
a particular piece of equipment.  In some cases, evidence of cost effectiveness may be 
required as well. Results may include lengthy delays or even outright denial of coverage.14  
All of these factors--system complexity, lack of knowledge among pediatricians, lack of care 
coordination, variability of insurer policies and practices, and parents’ own initial lack of 
experience and knowledge about DME-- add elements of uncertainty and stress to the 
determination of a child’s DME needs and options and make the process profoundly 
challenging for families.  
  
 
DME AND THE MASSACHUSETTS CONSORTIUM FOR CHILDREN WITH 

SPECIAL HEALTH CARE NEEDS 

The Massachusetts Consortium for Children with Special Health Care Needs 
(“Consortium”) occupies a unique position among organizations that work to improve the 
way in which the Commonwealth cares for children with special health care needs and 
supports their families. With a focus on systems improvement, the Consortium provides a 
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creative venue for identifying, exploring, and addressing barriers to high quality care for 
children and families who need it most. By bringing together diverse stakeholders from 
across the system of care for children with chronic conditions and disabilities, the 
Consortium creates a forum for its members to engage in candid discussion and debate and 
to learn from each other about the issues. This makes the Consortium uniquely configured 
to investigate and address the DME system in Massachusetts. 

The Consortium first focused its attention on the issue of durable medical equipment for 
CSHCN in 2001. With funding support from the Maternal and Child Health Bureau, the 
Consortium started a work group on payer decision-making about coverage in general and 
coverage involving determination of medical necessity in particular. The work group, made 
up of clinicians, parents, researchers and health plan staff, carried out interviews with nine 
Massachusetts health plans.  Using case vignettes, including one focused on DME, the work 
group explored decision-making about a range of benefits. Most of the plans reported 
imposing caps on DME at a particular dollar amount per client per year as defined in 
contracts with purchasers; MCOs reported that these ceilings could not be exceeded without 
intensive review.14  
 
Based on these findings and the findings of a Fall 2005 internal needs assessment, the 
Consortium devoted a full membership meeting to DME on December 8, 2005.15  The 
meeting began with a presentation by a parent who at that time also served as the parent 
manager of the Family Resource Center at Children’s Hospital Boston.  She described her 
lengthy struggle to obtain one item of DME for her child and emphasized the length of time 
involved, commenting that her son was likely to have outgrown the item by the time it was 
received. She also described the lack of transparency and accountability in the process.  It 
was entirely up to her to sort out the cause of any delay and push the process forward, and 
despite her considerable sophistication, she had not had much success in doing so.16 
 
Following the presentation, a panel including a physician, two Massachusetts Medicaid staff 
and the DME coordinator for a health plan that serves adults with disabilities, commented 
on the parent’s story.  Panelists clarified the roles they each played in the DME process, but 
did not challenge the parent’s characterization of its flaws. 
 
In small group discussions after the panel, Consortium members commented that the story 
reflected their own experience with DME. Parents, providers, and therapists were consistent 
in characterizing the DME process as frustrating and confusing. They reported that months 
may elapse between the date on which a piece of equipment is recommended for a child and 
the date on which it is delivered. In some cases it is never delivered at all; in others, it comes 
too late to be helpful, does not fit appropriately, is damaged, or is the wrong item.  They 
were unanimous in calling for further research to shed light on the DME process to inform 
efforts at system improvement.17  Figure 1 provides a conceptual framework of the DME 
system that was developed from these small group discussions. It depicts the interplay of 
challenges inherent in the DME system in Massachusetts. 
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Responding to this call for action, the Consortium undertook a project designed as the first 
step in a strategic effort to improve access to durable medical equipment for children and 
youth with special health care needs in Massachusetts.  With funding support from the 
Deborah Munroe Noonan Memorial Research Fund, the Consortium conducted a study in 
2007-2008 to better understand and document family experiences in acquiring DME for 
their CSHCN – the DME Access Project. 

 
 

THE DME ACCESS PROJECT 
 
The DME Access Project was designed to better understand and document the extent and 
nature of delays in acquiring DME for CSHCN and to identify potential areas for 
improvement. The Consortium’s ultimate goals of the project were: 
 

• To improve health and function of CSHCN through policy reforms that promote 
timely access to medically necessary durable medical equipment; 

• To enhance well-being of children, youth, families and clinicians by eliminating 
unnecessary stress associated with the current DME process; and 

• To improve system effectiveness by streamlining communication among families, 
clinicians, therapists, payers and vendors involved in the DME process. 

 
 

Figure 1 

Conceptual Framework of MA DME System 
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To achieve these goals, we developed the following objectives for the project: 

1. Map the steps in the process of obtaining DME for CSHCN, from the point at which 
clinical need is identified to delivery of the item to the family;  

2. Identify the time required to complete each step of the process; 
3. Document delays in the process and the impact of delays on families and children;  
4. Investigate causes of delay; and  
5. Find opportunities for improvement in policies and procedures at all levels of the 

process. 
 
 
Study Methodology: 

 
We conducted a qualitative study designed to capture the experience of families actively 
engaged in acquiring DME for their children with special health care needs. Our goal was to 
engage families in logging the steps in the DME process, from the point at which an 
equipment need was identified to delivery of the item to the family. In several cases, the need 
for a DME item emerged during the course of the study. Since parents reported trading off 
among requests in order to maximize the odds of getting items deemed most important, we 
decided that it was important to incorporate the experience of coincident DME requests.  
Thus, if a family entered the project based on an order for a wheelchair, and two months 
later determined that their child needed a stander, we gathered data on both experiences. 
 
Anecdotal evidence from parents, providers, and payers indicated that the DME process 
lacks transparency, involves multiple players, is complicated to navigate, and leaves the onus 
on parents to track and manage authorization, payment, and delivery. Yet most parents 
report a lack of knowledge about the intricacies of the system and how to access and 
navigate it. Since our goal was to illuminate the DME process and understand where the 
system was breaking down, we coached a sub-group of participants (Arm B) on how to track 
the process in detail, pinpointing when and where delays were occurring and investigating 
causes and explanations for delays. The experiences documented by the remaining families 
(Arm A) reflected parents’ current knowledge of and savviness about the DME system. The 
two groups were not designed to be comparison groups, rather our hope was that, equipped 
with a deeper understanding of the system provided through the training, the first group 
would provide richer insight into the “behind-the-scenes” activities relating to DME 
requests while the second would reflect the real-world, un-coached experience of typical 
families. 
 
A third, retrospective arm (Arm C) was added to the study: Three families were recruited for 
in-depth interviews concerning their completed DME experiences. We decided to add a 
retrospective cohort to address the fact that many participant families had pending DME 
orders at the end of the study. These interviews enhanced our ability to explore the full 
DME experience from start to finish. 
 
Families were recruited from eight sites in eastern Massachusetts: three pediatric tertiary care 
centers, one community-based multi-site pediatric practice, three community-based 
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organizations that provide intensive supports to CSHCN and their families, and through the 
internet listserv of a Massachusetts-based family organization. 
 
Participants entered the study at different times but all enrolled in the first part of 2008 and 
all were in the study for at least six months. Data collection closed on July 31, 2008. 
Interviews with the three participants in the retrospective Arm C were conducted in August 
and September, 2008. 
 
Parent participants used data diaries (available in both print and electronic formats) to log all 
contacts relating to the DME they sought for their children. For the purposes of the study, a 
contact was a letter received or sent, phone call made or received, message left or received, 
and email written or received with anyone involved in the DME acquisition process: vendor, 
physician, therapist, specialist, payer, case manager, care coordinator, etc. Additional data, 
such as family and child demographics, and information about insurance and the DME 
being tracked, was collected through enrollment and exit interviews. A structured interview 
protocol for collecting retrospective cohort case histories was used, as was an interview 
guide for follow-up calls to parent participants. 
 
Participants in Arm B were trained in sessions conducted by the project’s parent consultant 
and project coordinator. These sessions took place at parents’ convenience in their homes or 
as a web-based conference.  The training covered the DME system (i.e., key players, steps in 
the process, potential outcomes of a DME request) and strategies for collecting information 
on progress at each step of the process.18 
 
A multidisciplinary project advisory committee that included parents, researchers, DME 
distributors, a disability rights attorney, and representatives from each recruitment site and 
MassHealth guided study staff throughout the project. The committee met three times 
during the course of the project to advise staff on study design, data collection instruments, 
recruitment, study findings, analysis and recommendations. 
 
The study was IRB approved through the Boston University Institutional Review Board. 
 
 
Study Findings: 
 
A total of 22 families participated in the three arms of the study. Nearly three quarters (72%) 
of the children represented in our sample had more than one special health care need and 
most parents (86%) characterized their child’s condition as severe; none of the parents 
reported their child’s condition as being mild. Specific conditions included: cerebral palsy, 
mitochondrial disorders, Down syndrome, blindness, cerebral atrophy, mental retardation, 
seizure disorders, quadriplegia, Rett Syndrome, and other genetic and neurological disorders, 
often in combination. Slightly more of the children were female (60%), most were 
Caucasian, and nearly all were between ages three and 14 with 64% between the ages of 
seven and 14. Slightly more than half (59%) had dual insurance (public and private) and 68% 
of the families participated in some sort of care coordination program for their child. Table 1 
depicts this data. 
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Parents reported over 130 person-months of data relating to 32 items. Equipment tracked in 
this study included wheelchairs (manual and motorized), wheelchair parts and accessories, 
strollers, lifts (ceiling, stair, and floor), orthotics, standers, crawlers, wheelchair and seating 
cushions, car seats, mattresses and communication devices. 
 
Parents in Arm C described themselves as ‘experienced’ DME users, with lengthy histories 
of securing for their children motorized and manual wheelchairs, sophisticated 
communication devices and computers, suction and feeding equipment (e.g., g-tubes), 
standers, cushions, oximeters, oxygen tanks, specialized mattresses, and floor and ceiling 
lifts. 
 

Table 1 
DME Access Project: Description of Family Participants 

N = 22 
Total number of families: Frequency 
 Arm A  4 
 Arm B (coached)  15 
 Arm C (retrospective)   3 
Gender of Child: 
 Male   9 
 Female  13 
Age of Child: 
 < 3 years old  1 
 3 – 6 years old  6 
 7 – 10 years old  9 
 11 – 14 years old  5 
 15 – 18 years old  1 
Race/Ethnicity of Child: 
 White/Caucasian   16  
 Hispanic/Latino  2 
 Asian  1 
 African  1 
 2+ races/ethnicities  2 
Disability: 
 1 condition  6 
 2+ conditions   16 
 Chronic medical condition  3 
 Genetic disorders  4 
 Developmental disabilities   11 
 Speech/sensory disabilities  6 
 Physical disabilities   13 
 Other    4 
Severity of Child’s Condition: 
 Mild  0 
 Moderate  3 
 Severe   19 
Child’s Insurance Status: 
 Public Only  7 
 Private Only  2 
 Public & Private   13 
Child Participates in Care Coordination Program: 
 Yes   15 
 No     7 
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The DME Process:   Mapping the process was accomplished on a case-by-case basis in this 
study, but that did not provide a coherent picture of the process in any general way. In fact, 
the trail from start to finish appeared to be more like the child’s game “Chutes and Ladders” 
than a neat map guiding one straight from point A to point B.  Causes of what we might 
think of as “side trips” or “U-turns” were error (generally failure of a therapist or physician 
to complete paperwork exactly as required by a payer); uncertainty about a particular item (in 
several cases a parent wanted to have the child use the item on a trial basis prior to purchase 
and was unable to get vendor engagement to make this happen) and payer unwillingness to 
accept full financial responsibility for a given item, making it necessary for the family to start 
over or seek supplemental funding. 
 
We were unable to identify the time required for each step. Parents were often unaware of 
where in the process their DME request was or who was working on the request at a 
particular time. Prescriptions often went back and forth several times between insurer and 
provider or vendor and insurer. And the complexity of the underlying process was 
compounded by substantial and apparently random variability in timing. 
 
Parents reported that particular individuals influenced the speed with which a request was 
processed: a particularly responsive – or unresponsive – equipment vendor representative, a 
knowledgeable physical therapist, or vigilant physician. Given limited data, we were unable 
to discern factors explaining the duration of a specific delay; in each case multiple variables 
may have been involved. 
 
 
Time to Process DME Request:   We were able to document the duration of the process 
for participant families and the impact of delays on families and children. It is important to 
note that there is no agreed upon basis for defining “delay” in relation to DME.  Some 
procedures associated with government benefit programs are subject to time limits, but there 
are no official limits on time from order to receipt for DME even when Medicaid is the 
payer.  Several participants in this study noted that far less time was required to get lifesaving 
DME (equipment associated with ventilation or IV feeding) than equipment related to 
healthy development, prevention of secondary conditions, or improved functioning.  It may 
not be appropriate to apply the same standard to the two sorts of equipment, but the 
contrast was striking.   

 
The time involved from prescription to completion for items that were received during the 
course of the study ranged from 2.0 to 10.5 months, with a mean of 5 months; length of 
time for items that were still pending at the close of the study ranged from 3.0 to 9.0 
months, with a mean of 6.3 months. Parents who received coaching (Arm B) had an average 
of 16 contacts to track DME from step to step, with a range of one to 49 calls.  Parents who 
did not (Arm A) had an average of four contacts, with a range of 0 to 9. These data are 
summarized in Table 2. 
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* After waiting one month for a coverage decision about the DME, the child’s health was starting to deteriorate, so to 
avoid further setbacks, the family decided to purchase the item out of pocket at a cost of $2,500. 

 
 
The effects of delay in receiving equipment on the child, as reported by parents included: 
• setbacks in health, physical functioning, language, and social development, i.e., 

increased impairment; 
• increase in secondary health conditions; 
• increased pain; 
• increase in the number of hospitalizations and medical interventions; 
• missed school, sometimes for weeks at a time; and 
• psychological impacts such as social isolation, frustration, anger, depression. 

 
Impacts on the parents and family unit, as reported by parents in the study included: 
• parent frustration; 
• increased stress on the entire family; 
• increase in out-of-pocket expenditures, sometimes in the thousands of dollars; 
• loss of parent employment due to time invested in the management of the child’s 

care; and 
• social isolation. 
 
 

Causes of Delay:   We were able to identify causes of delay (as opposed to the causes of the 
duration of specific delays).  We present these in terms of the step in the process at which 
they arose, which we feel lays the foundation for recommendations for change at each step.   
 

• In the prescription step, delays occurred in the generation of letters of medical 
necessity. In several cases, parents theorized that physical therapists were slow in 
completing letters because they were not reimbursed for such work.  Doctors were 
identified as the source of delay less frequently, and then due to lack of knowledge, 
rather than lack of commitment to the process. 

Table 2 
Durable Medical Equipment Process Indicators 

 (Arms A and B) 
N = 19 

Number of Contacts Reported: 

• Arm 1 parents   mean = 4, range = 0 - 9 

• Arm 2 parents    mean = 16, range = 1 - 49 
Status of DME at end of study (# of items): 

• Received  11 

• Not received  16 

• Request withdrawn/On hold    4 

• Purchased out of pocket*    1 
Length of Time Elapsed  
Received Item During Course of Study Mean = 5.0 mo, range = 2.0 – 10.5 mo 
Item Still Pending at Close of Study  Mean = 6.3 mo, range = 3.0 – 9.0 mo 
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• Delays were ascribed to insurers in cases in which items were rejected late and/or 
without explanation – leaving the parent uncertain about how to proceed. Reviewing 
the reports of parents across the study suggests that insurers often have one-size-fits-
all policies about DME, such as limitations by number of items allowable per year or 
by frequency with which a particular type of item may be ordered regardless of 
variability in child growth at different stages of life, leading to rejections that are often 
only communicated to families after periods of delay.   

 

• Parents most frequently ascribed delays to vendors. This is a striking finding given that 
vendors would presumably have a stake in rapid turn-around of orders in order to 
speed up payment by insurers.  Parents also noted delays due to lack of customer 
service on the part of vendors, resulting in unanswered requests for information, 
unsuccessful efforts to set up equipment trials and generally slow response to 
concerns. 
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One Parent’s Story 

 

Mary* considers herself a savvy mom and a good advocate for her 13-year old son, David*, 

who was born with cerebral palsy (CP). The CP significantly limits his ability to care for 

himself, but he uses a variety of DME to be as independent as possible, maintain his health, 

prevent additional health problems, and minimize the need for intensive treatments and 

surgeries. He uses both a power and manual wheelchair, a prone stander, body jacket, ankle-

foot orthotics, and hip mobilizers. They have had a Hoya lift in the home for the last year, 

but it doesn’t work well for David and they need to replace it with a different style. He has 

also long outgrown his bath chair, but Mary has focused on obtaining other, more critical 

DME rather than trying to replace the lift and bath chair.  She has decided that the 

inconvenience and discomfort this causes both herself and David is the price to pay for 

getting DME they feel is more critical to David’s health. MassHealth is David’s primary and 

only insurance, and the family does not participate in any care coordination program.  

 

For David to travel by car, the family needs a van with a lift.  The DPH Catastrophic Relief 

Fund defrayed the cost of the ramp for the van (for which Mary is extremely grateful), but 

this was only a small portion of the total cost of the van. She used her entire retirement 

savings to cover the remainder. 

  

It took three years for Mary to get David in a mainstream setting at school which could only 

happen with the support of a one-on-one aide in the classroom. The physical therapist at 

David’s school has become a key ally of Mary and David’s. Mary relies on her to write the 

letters of medical necessity, and she often intervenes with the equipment vendor on specific 

DME requests, particularly regarding his wheelchairs. Mary says that it typically takes 

anywhere from 6 months to a year to get a new chair for David, and she has seen the service 

for wheelchairs decline in recent years. It used to take one week for a repair,  now it usually 

takes three. Without the wheelchair, David can not go to school, go out into the community, 

or get around at all. 

 

The family has been trying to get a particular brand of prone stander paid for by MassHealth 

for four years. MassHealth sets a limit on this item and tells Mary that the item is too 

expensive, even though David’s physician recommends this particular stander. Mary says the 

process for getting DME is “frustrating, requiring vigilance and persistence, and being a 

‘squeaky wheel’.” Although Mary feels that David’s MassHealth benefits are better than what 

would be available through private insurance, she gets very frustrated with the procedures, 

paperwork, and service. And she is particularly distressed that she has to prove David’s 

disability every year to MassHealth.  A couple of years of ago, David’s coverage was 

suddenly and inexplicably dropped. In spite of numerous phone calls, it still required that 

Mary take a day off of work to go the MassHealth office in person to resolve the matter. She 

has, in fact, over the years missed a lot of work to take care of her son, and she said that she 

lost her last job for this reason. 

 

* Not their real names. 
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DISCUSSION 
 
The work of the Massachusetts Consortium for Children with Special Health Care Needs 
relating to durable medical equipment provides valuable insight and evidence of the 
challenges and barriers that families face when acquiring DME for their children in 
Massachusetts. The Consortium has documented problems discussed among parents and 
providers who work closely with families, but have not been more broadly understood or 
acknowledged by other stakeholders or the general public. The Consortium’s early work 
provides anecdotal evidence about these challenges. The 2007-2008 DME Access Project 
provides a more systematic examination of family experience, varied and idiosyncratic as 
these experiences are. These data indicate that a much larger study would be needed to yield 
definitive or generalizable findings about the causes or predictors of delay in the DME 
process. However, enough has been learned to describe the impacts of delays in getting 
DME for children with special health care needs and support a set of recommendations for 
improvement in policies and procedures at all levels. 
 
The effects of delay in receiving equipment on children are varied and debilitating, including 
setbacks in health, physical functioning, language, and social development (i.e., greater 
impairment); increase in secondary health conditions; increased pain; more frequent 
hospitalizations and medical interventions; missed school, sometimes for weeks at a time; 
and psychological impacts such as social isolation, frustration, anger, depression. 
 
Impacts of delays on parents and the entire family can be similarly deleterious -- parental 
frustration; increased stress on the entire family; increases in out-of-pocket expenditures, 
sometimes in the thousands of dollars; loss of parent employment due to time invested in 
the management of the child’s care; and social isolation for parents and other family 
members.  
 
The following recommendations for system improvements address clinical protocols; 
procedures for communication among providers and between providers, vendors and 
payers;  public and private payer policies, and policies and procedures of MassHealth and 
other state agencies. 
 

• Improved training of physical therapists and physicians:   Providers would benefit 
from training on both the process involved in completing a DME order and the need to 
provide case management and support to families through that process; physicians 
would also benefit from training on equipment options for children with various 
conditions. 

 

• Access to case management/care coordination for all families confronted with 
the need for DME for their children.  As various proposals for medical home 
implementation are explored by the state, the need for DME might be considered a 
trigger for enhanced case management within the medical home setting. 
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• Training of parents:  Helping parents understand the health care service and financing 
system, particularly relating to DME, improves their ability to act as effective advocates 
for their children, enlist support of physicians, and find case management and other 
sources of support in their pursuit of DME. 

 

• Legislative or regulatory requirements for transparency and imposition of time 
limits on insurers : Establish enforceable time limits with regard to acceptance or 
rejection of requests for prior approval of DME.  One-size-fits-all limits on DME might 
be addressed through either legislation or regulation, or by making the state a payer of 
last resort for DME that exceeds private insurer limits. 

 

• Legislative or regulatory requirements for process transparency and imposition of 
time limits on vendor delivery : Establish enforceable time limits with regard to 
ordering, fitting, and delivering equipment; establish greater accountability on processing 
of DME requests, delivery of equipment (timely and in proper working order), and 
communication with families and providers. 

 
Those represented in the DME Access Project sample were primarily school-age children 
with multiple special health care needs living with the most serious physical and 
developmental conditions. As heavy users of the health care system from birth, it is 
reasonable to assume that their parents had extensive experience accessing and navigating 
the complexities of our health care service and financing systems. And yet even for these 
parents, the process for acquiring durable medical equipment was reported to be often 
overwhelming, confusing, and impenetrable. The heartbreak of watching one’s child suffer 
and lose gains in health and development for which the child and family have worked so 
hard compounds the already significant challenges these families experience on a day-to-day 
basis. Finally, the fundamentally flawed nature of the DME process leads to waste and 
inefficiency in the system as a whole. 
 
An important first step in addressing these challenges was the drafting of a bill calling for 
further study of the issue by the state legislature. The Massachusetts bill, Senate 800, “An Act 
Establishing a Commission to Reduce Unnecessary Wait Time for Children with Special Health Care 
Needs To Receive Needed Medical Equipment Such as Wheelchairs and Lifts,” was initiated by the 
Consortium and filed in January 2009 with 16 sponsors (See 
http://www.mass.gov/legis/bills/senate/186/st00pdf/st00800.pdf). If passed, the bill 
mandates that a Governor’s Commission be established to address how the wait time for 
acquiring DME for children with special health care needs can be reduced. With more than 
24,000 children in Massachusetts relying on DME, the opportunities for improving child and 
family health and well-being, while reducing system waste, are sizeable. 
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APPENDIX A 
 

Durable Medical Equipment for Children with Special Health Care Needs: 
A Family Perspective 

 
Presentation to the MA Consortium for Children with Special Health Care Needs 

By  
Erin Ward 

 
December 8, 2005 
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Durable Medical Equipment 
for Children with Special Health Care Needs: 

A Family Perspective 

Erin Ward, MsEd/CAS 
Mother of a Child with Special Health Care Needs 

Family Initiatives Coordinator 
Center for Families, Children's Hospital Boston 

12/05  E. Ward  
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 Basic Needs & Basic Survival  

Basic Needs 

•   To Breathe 
•   To Walk  
•   To Move  
•   To Eat  
•   To Sit  
•   To Stand  
•   To Survive  

"Survival of the Fittest" 
Persistent 

Relentless 

Determined 

Real Affects on Family  

Family Distress 

Stress & Anxiety 

Physical & Mental Health 

Parental Guilt & Failure 

E. Ward  12/05  
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 DME: Myth or Fact?...  

 

•  "You don't need to know that"  

•  "The process takes about three months"  

•  "You must be missing a part of the picture"  

•  "Who gave you this number? I am not allowed 

talk to parents"  

•  "You are seeking this item for convenience"  

•  "You will never win that appeal"  

12/05  E. Ward  
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 Acquiring DME: The Process in Reality  
Give  

Up  

Submit  

Script  

And  Letter  

Receive  

Denials  

Make  

Appt  Start  

Appeal  

Appeal  

Package  

Delivery!  

Appt  

Script  

Letter  

Additional  

Information  

Contact  

Insurance  

Wait for 
 Payment  

Code  or  

MH  Backup  

Receive  

Equip  

Review  

(Deny)  

Review  

Appeal  

(Approve)  

Payment 

Code  

Review  

(Deny)  

Schedule  

Hearing  

Backup  

Approval?  
Hearing  

Process  

Order  

12/05  E. Ward  

Delivery!  Bill shows 
up in mail  

Delivery!  

Payment 

Payment 

Payment 

Payment 

Payment 

Bill 
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 "Assembling" the Equipment  

12/05  E. Ward  
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 Current State  

•   Dr. writes prescription  
and letter  

•   MassHealth and/or  
insurance denies  

•   Parents must appeal and  
prove the necessity  

•   Child waits while a  
hearing is scheduled and  
conducted  

•   Months later, equipment  
arrives (maybe!)  

Burden of Proof  
 

Better System  

 •  Dr. writes prescription  
and letter  

•   Necessity is assumed  
based on Dr.'s signature  

•   Equipment is delivered to  
child ASAP  

•   MassHealth and/or  
insurance must appeal  
within 30 days of  
receiving script  
(equipment returned if  
necessary)  

12/05  E. Ward  
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"We live in a time when the words 

impossible and unsolvable are no longer 
part of the scientific community's 

vocabulary" 
 
Christopher Reeve's Testimonial to US 
House of Representatives, 1999 

E. Ward  12/05  
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 Key Areas to Address  
 
 

•  Accountability  
 
•  Access  
 
•  Asking Questions  
 
•  Actively Seeking Solutions  

12/05  E. Ward  
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12/05  E. Ward  

Parents  

Physicians  

Child  

Manufacturers  

MassHealth  

Insurance  

Vendors  

 Moving Forward  

Together  
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Mattie J.T. Stepanek- Feb. 2002 

To Be Hopeful… 
 

"Ascent" 

Let's take the 

Bouldering mistakes of the past, 

And the 

Road blocking challenges of the present, 

And build them into 

Stairs that support our climb into the future. 

E. Ward  12/05  
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APPENDIX B 

 
Durable Medical Equipment: Issues for CSHCN 

Small Group Discussion Results 
 

MA Consortium for Children with Special Health Care Needs Meeting 
 

December 8, 2005 
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 _________________________________________________________  
 

Durable Medical Equipment: Issues for CSHCN  

December 8, 2005 Consortium Meeting  

 

Small Group Discussion Survey Results  

 

In discussing access to durable medical equipment (DME) for children with special health care needs,  

groups were asked to identify (a) primary challenges and (b) possible strategies for intervention by the  

Consortium.  This document seeks to highlight and summarize the key ideas and strategies from those  

discussions.  

____________________________________________________________________________  

 

Access to DME presents challenges throughout the system of care for CSHCN.  What are the  

greatest challenges related to access to DME?  

 

1.   Lack of Transparency in the System  

a.    Delays: Difficulty in identifying delays in the system.  

i.   Where is the delay? (e.g. provider? vendor? payer?)  

ii.   What is the cause of the delay? (e.g. Incomplete paperwork? Questions about the  

requested equipment?  Filing of the letter of medical necessity?)  

b.   Prior approval: Lack of understanding and knowledge among families and physicians  

about the components of the prior approval process and compiling a request for DME  

c.    Medical Necessity: Lack of knowledge of key words and phrases to include in letters of  

medical necessity  

2.   Breakdown in communication among the participants in the system  

a.    Medical Necessity Determination: Between the insurer and the physician regarding the  

determination of medical necessity  

b.   Documentation:  Information gathering process shared by families and other participants  

c.    Available benefits:  Between the payer, insurer and the vendor regarding defined benefits.  

3.   The placement of the burden of proof with the consumers  

a.    Incomplete information: Consumers often are the least able to provide the necessary proof  

because they get conflicting information from physicians , payors, and vendors  

b.   Relative status of  parents: Often, family members are not  viewed as partners in the  

process  

4.   Impact of denials of appropriate equipment -  

a.    Health status: Potential negative impact on functional abilities and health of the child  

b.   Family impact: Potential impact on family health and well-being  

c.    Financial impact: Potential additional financial costs  

5.   Need for Accountability within the system  

a.    Inverse incentives: Lack of incentives for timely and responsive behavior.  Positive  

reinforcement for vendors/payers is needed rather than negative reinforcement for failing to  

follow the rules.  
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Identify strategies that the Consortium should consider in addressing the challenges related to  

access to DME for CSHCN.  

 

1.   Establish a DME working group  

2.   Education for physicians and families  

a.    Provide families with information about DME resources  

b.   Online system to facilitate access to DME and increase knowledge/understanding of the  

system.  

c.    Web-based tool to help providers write better letters of medical necessity  

d.   Create materials that detail criteria for an acceptable letter of medical necessity, provide  

templates, and provide common reasons for denials.  

e.    Create a guide to the DME process for parents and health care providers.  

f.    Provide consumer training to explain DME choices  

3.   Investigate opportunities to increase ability of consumers to test equipment before prescriptions  

and purchase  

4.   Work with vendors and insurers to eliminate fraud  

5.   Research and data collection  

a.    Data on best practices  

b.   Follow up to National CSHCN data regarding need for DME  

c.    Conduct a survey of DME needs  

d.   Identify the costs and other negative consequences of denials of appropriate services,  

quantitatively and qualitatively  

e.    Analysis of the financial impact of the unlimited DME benefits available through the GIC  

employee benefits plans.  

6.   Bring together the different participants in the DME system.  

7.   Look at the results of the DME vignette completed by the Medical Benefits Decision Making Work  

Group  

8.   Improve customer service from payers and vendors  

Massachusetts Consortium for Children with Special Health Care Needs, December 8, 2005  
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APPENDIX C 
 
 

DME Access Project 
Parent Training Presentation 

 
 

January 2009
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Parent Training
Presented by Trina Bigham and the 

Massachusetts Consortium for Children with 

Special Health Care Needs 

With funding from The Deborah Munroe Noonan Memorial Fund

The DME Access Project:
Tracking Durable Medical Equipment from 
Recommendation to Delivery for Children 
with Special Health Care Needs

 
 

 

 

Possible frustrations in obtaining DME

� Lack understanding of the process

� Helpless- Don’t have any power

� Inaccessibility

� It takes too much time, energy and it’s difficult

� The burden of proof is on the parent

� I become a person I don’t like so much
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Objectives

After this Training you will:
� Have an understanding of the definition of DME

� Have a adequate understanding of the different service 
systems used in acquiring DME.

� Be able to identify and understand key players in obtaining 
DME.

� Have the ability and knowledge to ask important questions of a 
service provider about DME in relation to your child.

� Be able to use effective strategies for collecting information 
about your DME throughout the process.

� Improve your ability to probe and request information for your 
child’s DME needs.

� Learn to document the process using the Study Diary Log.

 
 

 

The question was asked………….

What are the greatest challenges related to access to DME? 

� Answers:

� 1. Lack of Transparency in the System 

� 2. Breakdown in communication among the participants in the  

system 

� 3.  Burden of proof with the consumers 

� 4. Impact of denials of appropriate equipment 

� 5. Need for Accountability within the system
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Ideas we had about how to move forward

� 1. Establish a DME working group 

� 2. Education for physicians and families 

� 3. Investigate opportunities to increase ability of     

consumers to test equipment before prescriptions and 

purchase 

� 4. Work with vendors and insurers to eliminate fraud 

� 5. Research and data collection 

� 6. Bring together the different participants in the DME 

system. 

� 7. Look at the results of the DME vignette completed by 

the Medical Coverage Decision Making Work Group 

� 8. Improve customer service from payers and vendors 

 
 

 

What is considered DME

� DME – or durable medical equipment – are products that can be 
used over an extended period of time, are used at home, and 
are designed to fulfill a medical need. 

� Some examples:

� Seating, Positioning, Mobility Systems, Respiratory Equipment, 
Intravenous and Enteral Equipment & related Accessories such 
as: 

� Wheelchairs, Walkers, Hospital beds, Standers, Patient Lifts, 
Bathing and Toilet Aids, Suction machines, Feeding Pumps, and Pulse 

Oximeter
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What’s not considered DME?

� Things that aren’t reusable and are 

disposable 

� Examples:

� Diapers, Enternal formula, Syringes, and 

Medications
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Who are the Key Players?

Case Manager

Equipment Clinic

DME Vendor

Insurer/Payer

School

Doctor’s Office

PT/OT

Parent/Guardian

Child

 
 

 

The step by step process

�Need is identified

�Evaluation performed

�Trial equipment if possible

�Letter of medical necessity written 

�Prescription written

�DME vendor prices and specifies equipment

�DME vendor collects all info and submits to insurance for a Prior   

Authorization (PA)

�Insurance acts on PA

�Result: Approved, Deferral or Denial
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Approval

� Equipment is ordered

� Equipment is delivered

 
 

 

Deferral

� More information is being requested

� Explanation from DME vendor and the 

therapist generated 

� Respond to the deferral

� Information requested submit to Insurance 

Co.

� Continue tracking the process
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Denial

� Appeal the decision in writing within 30 days

� Find out why it was denied, 

specific reasons.

� Build a strong case

� Go back to the doctor 

and/or therapist to

clarify any info.

� Be meticulous

� Be Polite

� Keep a cool head

 
 

 

DME Time Line
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Where can delays occur?

� Getting the letter of medical necessity written 
by the therapist and submitted

� Getting the prescription, 

� maybe it’s in a pile on the doctors desk, 

� maybe the doctor is on vacation and you can 
have a different doctor write the prescription 

� Internally at the DME company can be 
disorganized and delays can occur

� Poor communication 

� Misunderstandings

 
 

 

DME: Myth or Fact?...

•“You don’t need to know that”

•“The process takes about three months”

•“You must be missing part of the picture”

•“Who gave you this number? I am not allowed

to talk to parents”

•“You are seeking this item for convenience”

•“You will never win that appeal”

•“ We don’t pay for Cadillac's”

Here are some things you might hear along the way
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Tricks of the trade

� BE ORGANIZED! Keep a folder, notebook, etc.

� Use a bigger specialty clinics, examples: Children’s Hospital, 
Shriner’s for a smoother  process

� Document every conversation-Date, Time, Person’s name, 
What was said, ask if they are documenting the call.

� Get to know the players, build relationships with them. They 
know your name, you know theirs.

� Give info to therapist for letter of Medical Necessity 

� Read letter of Medical Necessity before it is submitted

� Details, Details, Details….Paint a clear picture

� Know what your insurance will cover and how much.

� Is there a life time benefit? 

 
 

 

More Tricks of the trade

� Time your request for DME with the first of 
the new year.

� Call and ask where the DME is in the process

� Ask for dates of when things were sent out

� If the response is “ we sent it to the doctor 
and are waiting” ask if they have called to 
follow up or is there anything you can do to 
facilitate the process.

� Keep the process moving!!!!!

� Squeaky wheel gets the grease
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How to find the right equipment…

� Talk to your child’s therapist

� Research equipment- talk to other parents, 

look in catalogs, search the internet, be on 

the look out.

� If you can, Try it out . 

� Be an educated consumer….ask questions.

 
 

 

Writing a great letter of Medical 

Necessity 

� Child’s info- Name, DOB, Diagnosis, Living situation, school 
situation

� What equipment is presently being using, at home and at school

� Child’s functional status

� What is being requested

� Why is it being requested

� Why the specific model is being requested

� Why a less expensive model wouldn’t work

� What was tried

� Where will it be used

� Has it been trialed

� Approx life of equipment

� Justify options
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Additional Resources:

� Making the Case for Coverage (a book 

published by the consortium)

� Sample letters of medical necessity 

(handouts)

� Article: Writing Letters of Medical Necessity 

(handouts)

� www.AdaptiveMall.com (website)

 
 

 

When all else fails, what are your options?

� Finding used equipment:

� Pass it on (George @ 508-477-6966)

� NEAT 
http://neatmarketplace.org/Lev3_BuyUsedEquip.htm

� Craigs list http://boston.craigslist.org/

� Join Mass Family Voices List serve 
http://massfamilyvoices.org/

� Join a support group or advisory board, GET 
CONNECTED, MFOFC http://www.mfofc.org/,  Mass 
Consortium for Children with Special Healthcare Needs 
http://www.neserve.org/maconsortium/index.html

� Mass Family Ties http://www.massfamilyties.org/
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Other resources for funding

� Disabled Children’s Relief fund http://www.dcrf.com/

� Wheels to Walk Foundation 

http://www.wheeltowalk.com/

� United Health Care http://www.uhccf.org/2.html

� First Hand Foundation 

http://www.cerner.com/firsthand/

� Knights of Columbus 

http://massachusettsstatekofc.org/

� Catastrophic Illness in Children Relief Fund 

http://www.mass.gov/cicrf/

 
 

 

Questions??????
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