
 

 
 

 
January 31, 2020 

  
Via www.regulations.gov 
  
Andrew Saul 
Commissioner 
Social Security Administration 
6401 Security Boulevard 
Baltimore, MD 21207 
  
Re:  Notice of Proposed Rulemaking (NPRM) on Rules Regarding the Frequency and 
Notice of Continuing Disability Reviews, 84 Fed. Reg. 36588 (November 18, 2019), Docket 
No. SSA-2018-0026 
  
We write in opposition to the Social Security Administration’s (SSA’s) proposed rule to conduct 
many continuing disability reviews (CDRs) more frequently.  These comments are submitted by 
the Health, Education, and Legal Assistance Project (HELP: MLP).  HELP: MLP is a legal 
services provider with locations in Philadelphia and Delaware counties in Pennsylvania.  HELP: 
MLP partners with maternal and child health providers to improve families’ health through legal 
interventions that focus on unmet needs that have health harming impacts.  We are particularly 
concerned about the proposed rule’s impact on families of children with disabilities as well as 
low-income parents who have disabilities themselves. 
  
I.                   More Frequent CDRs Will Be Burdensome for Families Receiving SSI 
  
A significant number of the families we serve have either a parent or child with a disability.  
These families are often struggling to get by.  We serve families in Philadelphia and Chester, 
which have poverty rates of approximately 26% and 34%, respectively.  We regularly provide 
legal services for families facing eviction due to the shortage of safe and affordable housing in 
our cities.  Those fortunate enough to receive subsidized housing must respond to a near-constant 
regimen of documentation requests, inspections and re-certifications, which all too often result in 
loss of benefits due to compliance challenges.  We also represent families in navigating the 
enormously complex web of public benefits that help them subsist, from TANF and SNAP to 
Unemployment Compensation and SSI.  These similarly present bureaucratic hurdles to maintain 
benefits that exceed the capacity of stressed families.  As one example, we frequently see an 
accidental delay in reporting a change in family composition or income to each of several 
bureaucracies causing overpayments to be assessed against our clients, resulting in even more 
legal and administrative process requirements, collection efforts, and negative credit 
consequences.  
  
We believe it is critical to consider the effect of an increased CDR frequency within this broader 
context.  Based on our extensive experience serving young families, we expect that the additional  
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burden wrought by the proposed regulation will result in significant loss of benefits to eligible 
beneficiaries due to the overwhelming requirements of social safety net itself. 
  
Moreover, families with disabled members face even higher time and organization demands than 
other families.  Children with disabilities frequently have multiple daytime medical appointments 
in a single week and are often absent from school because of illness.  Schools are resistant to 
providing appropriate accommodations, forcing parents to fight for their children’s rights, and 
often resulting in children being out of school inappropriately.  Few dedicated childcare options 
exist for children with disabilities.  As a result, parents and caretakers with lower-wage and/or 
inflexible jobs struggle to remain connected to work, placing their families at risk of eviction, 
utility shut-off, and hunger. 
  
SSI is a lifeline for these families, because it provides income that can supplement lost wages.  It 
also helps pay for expenses like special diets, medical copayments, and transportation to medical 
appointments that are common among families with disabled members. 
  
Unfortunately for our families, applying for SSI is not easy.  As parents and caretakers are 
juggling medical appointments, caretaking challenges, school accommodation disputes, and 
other challenges, they also must navigate a complex bureaucratic process that denies 60% of 
applicants at initial application. 
  
Once a family member qualifies for SSI, keeping the benefits is just as difficult.  CDRs require 
families to fill out extensive paperwork and provide medical evidence that may be difficult to 
track down.  In many cases, they have to see SSA doctors on top of many other medical 
appointments.  If they miss a step, their benefits can be cut off for non-cooperation.  Throughout 
the process, the threat of losing needed income hangs over their heads.  For parents with 
inflexible work schedules, they are sometimes forced to choose between full cooperation and 
putting their jobs at risk.  For parents with conditions like anxiety or depression, the process 
exacerbates their own disabilities.  
  
Everyone who receives a CDR has been found disabled by SSA, meaning they have one or more 
severe and medically determinable impairment that will last at least one year or be fatal. Some of 
these disabilities, including intellectual disabilities and mental health disabilities, directly impact 
an individual’s ability to respond to forms and will require additional assistance from service 
providers or family members to complete. In addition, disability beneficiaries are often lower 
income, with less stable housing situations, and less education than the general population, 
providing additional challenges when they need to fill out CDR paperwork and submit 
supporting documents like medical records. 
  
The full medical CDR form is burdensome in and of itself. It is 15 pages long and requires 
additional postage to be mailed back to SSA. It requires beneficiaries to write short essays, report 
all the medication they take and all of the medical treatments and providers they attend, and all  
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of their daily activities. For adults and children with disabilities, this is usually a huge amount of 
information. It asks for detailed summaries of the medical treatment received over the past 12 
months, information that the individual themselves is unlikely to know in the detail required and 
thus necessitating assistance from health care professionals or other service providers. While it 
would be challenging and time-consuming for anyone to fill out, many of those who will need to 
fill it out have disabilities that will add additional complexity. 
  
CDRs are also costly to beneficiaries, who often need to pay for medical records or appointments 
with their doctors and other providers to fill out forms. Although some states require medical 
records be provided free to Social Security disability claimants, this does not extend to 
beneficiaries undergoing CDRs. Beneficiaries may need to hire representatives to assist them in 
completing CDR paperwork or proceeding through multiple levels of appeals. 
 
Importantly, not completing CDR paperwork or doing so incorrectly can jeopardize benefits that 
are a matter of life and death to people with disabilities—not only Social Security benefits, but 
also other critical benefits such as Medicare, Medicaid, housing assistance, and food assistance 
that are tied to SSA’s finding of disability. Those who are found to have medically improved, 
and those who were deemed noncompliant with the CDR process, have only 10 days to elect 
continuation of benefits while they appeal. If they don’t, they can be without income or health 
insurance for months or years; receiving retroactive benefits once appeals are completed does not 
fix the problems of people with disabilities who will go without needed medication and health 
care, lose their housing, go into debt, or declare bankruptcy. Those who do elect continuing 
benefits may be faced with overpayments withheld from future Social Security benefits, tax 
refunds, or other sources. 
  
We see these issues frequently because CDRs are often not decided correctly. Even when 
disability beneficiaries are found to have medically improved, this determination is often 
overturned on appeal. According to SSA’s annual report to Congress, 71.6% of initial cessations 
of disabled worker benefits in FY 2015 that were appealed were overturned at reconsideration, 
with additional cases overturned after ALJ hearings, Appeals Council review, or federal court 
appeals. In years where a majority of ALJ hearings had been completed, approximately one-third 
to one-half resulted in continuation of benefits. Cessations are also overturned by the Appeals 
Council and in federal court. If SSA increases the number and frequency of CDRs, the agency 
will impoverish more people who will ultimately demonstrate their benefits should have 
continued. 
  
The effects of these cessation decisions, even if re-instatement is ultimately achieved, can be a 
sudden change in income that often causes a downward spiral in the precarious financial lives of 
our families.  If household income is significantly reduced by the benefit loss, an eviction from 
stable housing often occurs within only a few months.  Whether the family secures new housing 
or moves in with family or seeks refuge in the shelter system, they are likely to experience other  
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effects of displacement.  Among these are a change in assigned school for children, which is 
particularly harmful to a child receiving special education services; job loss due to changed 
commutes and accessibility for parents; and the loss of family and community contacts that can 
anchor vulnerable families. 
  
SSA should not force beneficiaries to experience the burden of a CDR more frequently or place 
beneficiaries more at risk of incorrectly losing their benefits without evidence that doing so will 
improve program integrity and outcomes for beneficiaries and conform to the Social Security 
Act. Unfortunately, the proposed rule offers no such evidence. Even more concerning, the 
proposed rule almost entirely fails to consider the impact that the NPRM would have on 
beneficiaries. It does not even provide an estimate for how many individuals will lose benefits, 
how many of those individuals are children, and how many individuals will have benefits 
reinstated at reconsideration or on appeal. SSA is completely ignoring a crucial impact that the 
rule will have on adults and children with disabilities. 
  
It is also important to consider that, when people lose their disability benefits, in many cases they 
will become eligible for needs-based benefits or qualify for larger amounts of benefits.  This is 
especially true given the proposal’s disproportionate effect on recipients of SSI, who by 
definition have extremely low income and assets. This proposal therefore should consider the 
offsetting programmatic and administrative costs to federally-funded programs such as 
Supplemental Nutrition Assistance Program (SNAP), housing and homelessness assistance, 
Temporary Assistance for Needy Families (TANF), Women, Infants, and Children (WIC), Low-
Income Home Energy Assistance Program (LIHEAP), etc. as well as to state and local programs 
that serve low-income individuals and households. 
  
As suggested above, to the extent that CDRs remove people from the disability rolls, this is often 
because beneficiaries’ impairments make it difficult for them to understand and comply with the 
CDR process, not because their impairments have improved in a way that dictates cessation. The 
people who are bureaucratically disenfranchised in such a way are unlikely to join the workforce 
after cessation: the same barriers (literacy, memory, executive function, etc.) to participating in 
the CDR process, which were often the grounds for award of disability benefits in the first place, 
will remain barriers to employment even after termination. If anything, termination of financial 
and health-care benefits may lead to crises such as eviction, homelessness, hospitalization, 
bankruptcy, incarceration, declining health, and extreme poverty—all of which make locating 
and maintaining employment more challenging than it otherwise might be. 
  
Based on our experience serving low-income families, we are very concerned that this proposed 
rule will cause significant benefit interruptions to otherwise eligible children and parents, due to 
families’ inability to cooperate with the complicated bureaucratic process every two years.  The 
other challenges of raising a family when the parent and/or child has specialized needs due to 
disability are already compounded by the complex housing and public benefits issues that low- 
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income families must also handle.  Collectively, this burden can be expected to cause significant 
loss of benefits and stability for eligible family members solely because of the overwhelming 
burden of the CDR process on stressed families.  
  
II.        More Frequent CDRs Will Force Families of Children with Disabilities to Wait 

Even Longer for Benefits and Further Weaken the Efficacy of the Current CDR 
Process 

  
Families already wait too long for their children to qualify for SSI.  A majority of children are 
denied SSI at application.  Even if they are eventually found eligible for SSI, they often must 
wait up to two years – and in a few cases, even longer – to prove to an administrative law judge 
that they meet SSA’s disability rules. 
  
While waiting for initial SSI approval, families must bear the increased costs associated with 
supporting a family member with a disability on their limited income, already insufficient to 
cover rent, food and other necessities.  In particular, children with disabilities related to learning 
fall further behind in school while awaiting the benefit that would pay for tutors and other 
supportive learning materials.  The lost opportunity for such supports during the early childhood 
and early elementary years cannot be made up.  
  
More frequent CDRs will slow down the process for all families, by pushing more children into 
the pipeline for administrative hearings.  Families cannot afford to wait any longer than they 
already do for SSI benefits for their children. 
  
Moreover, this is a not a system that is currently working smoothly and can handle the added 
CDR demand without negative impact.  SSA predicts that the increased frequency under these 
proposed changes would equal 2.6 million additional CDRs from FY 2020-2029. This is a huge 
increased burden on the agency and we are particularly concerned because SSA already has 
serious challenges performing CDRs, including: 
  

• Beneficiaries and their representatives cannot view files or submit new evidence 
electronically. 

 
• District Hearing Office (DHO) hearings are scheduled with far less than the 75 days’ 

notice required for ALJ hearings, despite the equal importance and complexity of both 
types of hearings. 

 
• SSA already has difficulty obtaining medical evidence in CDR cases. The agency was not 

even able to state in the NPRM how often they request such evidence, let alone how often 
their policy of sending two written requests 15 days apart results in the evidence being 
submitted. 
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• For years, advocates have highlighted SSA’s ongoing and widespread inability to locate 
and associate comparison point decisions when performing CDRs. 

 
• SSA is frequently unable to send CDR paperwork to the beneficiary’s current address. As 

you noted in your November 4, 2019 letter to the public, “Did you know we store a 
beneficiary’s address in something close to 20 different systems? If you move, we can 
change your address in one place but that may not change it in the others.” Sending mail 
to the wrong address puts beneficiaries at grave risk of losing their Social Security and 
Medicare benefits for “failure to cooperate” despite the only failure being SSA’s. 

 
• SSA often falls behind its currently scheduled CDRs and only with increased funding 

from Congress can SSA maintain the current schedule. 
  
SSA should focus its efforts on fixing these well-known and longstanding problems rather than 
compounding them with a massive increase in the number of CDRs it plans to perform.  
 
III.       SSA’s Decision to Target Children for More Frequent CDRs Is Arbitrary and 

Capricious.  
 
The proposed rule says that it will require all children nearing ages six and twelve to be subject 
to more frequent reviews, regardless of the nature and severity of their disability or their 
likelihood of medical improvement.  Subjecting all children with severe disabilities to more 
frequent reviews en masse, merely based on their age, is a textbook example of arbitrary and 
capricious rulemaking and is without medical or scientific support.  It threatens the stability of 
families of children with disabilities by forcing them through additional bureaucratic processes, 
regardless of their children’s medical prognoses.  
 
SSA has not provided sufficient medical justification for this change, likely because none exists.  
To be sure, we are aware of no medical justification for assuming that all children reaching the 
age of six and again at twelve are likely to have improved. 
 
Likewise, the NPRM does not explain how SSA will handle situations where the disability 
determination occurred close to the child’s 6th or 12th birthday. If an Administrative Law Judge 
(ALJ) hearing occurs when a child is 11 years and 8 months old, and the fully favorable decision 
is sent when the child is 11 years and 10 months old, and the child first receives benefits the day 
before his 12th birthday, is a CDR appropriate the following day? SSA provides no evidence to 
demonstrate that it is, and provides no indication that it would not perform such a review. The 
NPRM seems to base this proposal on the idea (unsupported by evidence) that at these points in 
time, children are “approaching a chronological age with key developmental activities.” This  
 
 



 

7 
 

 
 
 
 
 
idea would, in fact, argue the opposite since children undergoing transitions into new settings or 
other major life changes would likely be at non-stable points. For instance, a child with asthma 
who begins school may in fact see a worsening of the condition while the new situation settles. 
Adding the burden of a CDR to a child and family during a key developmental period might in  
fact worsen the child’s situation by requiring time and effort from caretakers that could otherwise 
be focused on the child. 
 
The proposed rule also assumes that children with serious behavioral health conditions like 
depressive disorder, bipolar disorder, generalized anxiety disorder, panic disorder, attention-
deficit hyperactivity disorder, oppositional defiant disorder, or generalized anxiety disorder are 
likely to improve medically in two-year increments.  SSA provides no rationale for this 
assumption, and it is unsupported by medical evidence.  
  
Finally, we are very concerned about SSA’s reliance in the proposed rule on a study that shows 
that terminating SSI benefits of children with disabilities deters other family members from 
applying for other Social Security benefits to which they are entitled.  By explicitly citing this 
rationale, SSA goes against decades of Congressional intent to ensure that eligible family 
members with disabilities get income supports that they need.  SSA suggests that this rule is 
motivated by deterrence rather than on any sort of program improvement.  We fail to see why 
denying children with disabilities of necessary income supports families is an outcome to 
champion. 
 
 In sum, we strongly oppose SSA’s proposed rule to conduct CDRs more frequently, because it 
would be harmful to families with disabled parents and/or children, and it is unsupported by 
medical evidence.  We respectfully request that SSA rescind the proposed rule.  
 
Thank you for your consideration and the opportunity to submit these comments. 
  
 


	Re:  Notice of Proposed Rulemaking (NPRM) on Rules Regarding the Frequency and Notice of Continuing Disability Reviews, 84 Fed. Reg. 36588 (November 18, 2019), Docket No. SSA-2018-0026

