Topic Paper #7

Beneficiary Experiences: Entitlement and Return to Work for Social Security Disability and SSI Beneficiaries

Prepared by

Terri Uttermohlen, M.S.S.W.

Virginia Commonwealth University

For the

National Council on Disability

Social Security Study

Consensus Validation Conference

Washington, D.C.

January 26, 2005

The contents of this paper have been developed for the express purpose of generating discussion at a Consensus Validation Conference in Washington, D.C. on January 26, 2005.  The views expressed and the recommendations contained within the paper should not be inferred to be those of the National Council on Disability.

NCD Social Security Study 

Topic Paper #7

The contents of this paper have been developed for the express purpose of generating discussion at a Consensus Validation Conference in Washington, D.C. on January 26, 2005.  The views expressed and the recommendations contained within the paper should not be inferred to be those of the National Council on Disability.

Beneficiary Experiences: Entitlement and Return to Work for Social Security Disability and SSI Beneficiaries

Terri Uttermohlen, M.S.S.W. 

I.
Introduction

A tremendous amount of time, effort, and money has been sacrificed to the policy debate surrounding saving tax dollars currently dedicated to the payment of Social Security and SSI disability benefits. Unfortunately, the voice of beneficiaries, individually the most vulnerable and collectively the most essential members of the chorus for systemic improvements, has been almost silenced by the whirlwind of political arguments for legislative and regulatory change.  Without strong emphasis on how policy choices affect individual beneficiaries, the hope for effective change is slim.  

This paper will outline the experiences of beneficiaries with the Social Security Administration when applying for benefits and when reporting work activity to the SSA as discussed in key stakeholder interviews, and in recent literature.  The paper will also outline recommendations for change offered by key stakeholders. By hearing the voices of those affected, future policy changes may not only be more compassionate and pragmatic, but also more successful.

II.
Background 

In order to frame the discussion of beneficiary experiences, it is important to offer some background about the Social Security disability and SSI programs.  

Benefits Received 

There are four types of disability payments administered by the SSA.  The largest program, Social Security Disability Insurance, is paid under Title II of the Social Security Act.  It is paid to former workers who contributed Social Security taxes on work income.  The other two disability programs under Title II of the Social Security Act are Disabled Widow(er) s and Childhood Disability Benefits.  These are paid to the dependants of a worker who paid Social Security taxes and then died, became disabled, or retired from the workforce. The fourth disability program, Supplemental Security income, is a federal poverty program for individuals who are over age 65, blind or disabled, and is authorized by Title XVI of the Social Security Act.  All four programs use the same definition of disability, which follows:

“(a) the law defines disability as the inability to do any substantial gainful activity by reason of any medically determinable physical or mental impairment which can be expected to result in death or which has lasted or can be expected to last for a continuous period of not less than 12 months. To meet this definition, you must have a severe impairment(s) that makes you unable to do your past relevant work (see §404.1560(b)) or any other substantial gainful work that exists in the national economy.” 20 CFR 404.1503

 Currently, substantial gainful activity is work valued above $1380.00 for blind individuals, and $830.00 for beneficiaries who are not blind (2005 limits).  The word “valued” refers to a host of complex work incentives that are used to trim the amount of gross wages earned in a month down to the amount considered to be “countable earnings”.  

All of the disability programs administered by the SSA offer incentives designed to encourage work, and to reduce the immediate impact of returning to work.    The SSI incentives are relatively simple, but the Social Security disability programs are affected differently by “countable” earnings depending on the person’s prior work since receiving benefits, and how that work fits into the work incentive timeline created by policies such as the Trial Work Period and the Extended Period of Eligibility.

Health Insurance

In addition to financial support, successful applicants for Social Security disability benefits receive coverage under Medicare on the first day of the 25th month of entitlement to cash disability benefits.  Successful SSI applicants in all but 11 states also meet the criteria for Medicaid.  In the remaining 11 states, the criteria are slightly more restrictive for Medicaid than for SSI, but still most SSI recipients will be entitled to Medicaid.  

This insurance coverage is often essential to beneficiaries.   A significant percentage of beneficiaries live near or below the poverty level.  (See appendix for excerpts of table 66 of the Social Security Annual Statistical Report for 2003.)  All have disabling conditions, many of which need extensive and expensive treatment.  Without access to necessary health care, both morbidity and mortality would increase.  In fact, in a recent study, beneficiaries listed loss of health insurance as the largest barrier to return to work. (MacDonald-Wilson, K. L., Rogers, E. S., Ellison, M. L., Lyass, A.

2003)

Who Receives Benefits?

“In December 2003, over 10.4 million people under the age of 65 received benefits on the basis of disability. About 53 percent (5.5 million persons) received benefits from the Social Security program only, 36 percent (3.8 million persons) received benefits from SSI only (includes approximately 960,000 disabled children under the age of 18), and 11 percent (1.1 million persons) received benefits from both programs.” (SSA Annual Statistical Report for 2003) 

In 2003, Social Security beneficiaries had an average age of 51.3 years.  Approximately 86% of beneficiaries were entitled based on their own contributions of Social Security taxes. Roughly 55% of beneficiaries were male.  31% of individuals who received benefits had a mental illness as the primary diagnosis, making this diagnosis the most prevalent among disability awards. (See the tables in the appendix for more information about who receives benefits.)

Financial Importance

“Social Security benefits are the primary source of income for disabled-worker families. About 45 percent of their income comes from Social Security, 36 percent from family members' earnings, and 4 percent from Supplemental Security Income. Only 1 percent comes from other public assistance.” (SSA Annual Statistical Report for 2003)

Returning To Work

According to a 1994 Harris poll conducted for the National Organization on Disability, 79% of individuals who have a disability stated that they wanted to work.  Although the criteria defining disability were far less stringent than those used by the SSA, they still strongly indicate that people with disabilities have a desire to work.  Unfortunately, a very small number of individuals receiving benefits successfully leave the benefit roles through work. Table 1 in the appendix demonstrates this for the year 2003.

Applying for Benefits

Under both the Title II and Title XVI programs, there are two sets of issues that must be satisfied before entitlement: Does the individual meet the eligibility criteria other than disability, and does the person meet the disability standard?  When applying for benefits, potential beneficiaries prove the former to the SSA.  Applicants must prove their age, relationship to the person who paid in to the Social Security system, marital status, work history, and for SSI their income and resources.  

The other determination, that of disability status, is made by contracted state agencies (20CFR404.1503).  The disability determination process is complex and lengthy.  There is inconsistency from state agency to state agency GAO-04-552T, and determinations that an individual is not disabled are often appealed, leading to lengthy waits before final resolution. For example, a table from the SSA Annual Statistical Report for 2003, (found in the appendix) offers data on the outcomes of applications filed between 1992 and 2003. According to that data, 22,062 applications from 2000 were still pending by mid-2003.   

Reporting Work

Social Security disability and SSI beneficiaries bear full responsibility for reporting work.  If the beneficiary receives both Social Security disability and SSI, the individual must often report separately to Claims Representatives handling each program.  If the report is not made, not properly recorded, or not processed timely, enormous overpayments may result.  

“Three basic weaknesses impede SSA’s ability to prevent and detect earnings related overpayments. First, the agency lacks timely data on beneficiaries’ earnings and work activity. Second, SSA uses inefficient processes to perform work continuing disability reviews (work CDRs). Third, the agency relies on potentially inaccurate management information to effectively monitor and oversee some parts of this workload. These weaknesses contributed to some work CDR cases GAO identified that were as much as 7 years old, resulting in potential and established overpayments as large as $105,000 per beneficiary. In addition, GAO found that SSA relies on potentially inaccurate management information to administer its work CDR workload.” (GAO-04-929) 

Summary

People who receive Social Security and SSI are severely disabled, often poor, and often in need of essential supports to sufficiently manage their disabilities.  Applicants may wait many years before receiving benefits, creating a chasm between their prior or prospective participation in the workforce with essential supports in place, and the habit of work, the market, and the likelihood of employment.  Returning to work means risking financial support, as well as risking essential medical support.   Once applicants return to work, the work reports may not be processed in a timely fashion, creating large overpayments.  

III.
Reported Experiences 

The experiences and recommendations discussed below were reported during the first 28 key stakeholder interviews conducted for the NCD Social Security Study.  Key Stakeholders were selected because they were leaders in the disability community, or executives in Federal, state and private entities who serve people with disabilities.  

Application Dichotomy

Key stakeholder:  “you have to go in through the window of swearing to the federal government that your disability prevents you from working in order to get the supports you need to then go out and try to find a job.  I just think that is a fundamental flaw in our federal programs that the Ticket to Work legislation was a small attempt to address.  I still think we’ve got big problems in what we make people take an oath to in order to get the supports. It’s particularly problematic for me for young people.  The notion that an 18-year-old would retire at 18, and have to swear to the government that they can’t work in order to get health care and support to me is bad policy.  It is arguably immoral.” 

Key stakeholders report that there is an underlying issue involved in the application process for disability benefits.  Instead of filling out an application for a first drivers license, an application for a marriage certificate, or any number of bureaucratic tasks that will render something desirable onto the applicant, applying for benefits, though it renders essential cash and insurance supports, creates potentially damaging psychological ramifications.  In order to request benefits, the applicant must define his or her disability in the most negative terms possible.  The applicant must not only formalize his understanding of his disability as a long-term barrier to work, but must prove to the power of the government that he is unable to work in any significant way.   

Once the applicant has pled his case, “experts” in disability affirm that he is unable to work, reinforcing socially prevalent negative messages about disability and work.  If the beneficiary is not awarded at the initial application level, he must then fight through a series of appeal steps in order to get essential services and supports.  This process takes years and a tremendous amount of effort and stress.  Once awarded, this hard-fought prize is even more highly valued, and harder to risk. 

The process, the level of difficulty and effort, and the definition of disability all combine to create barriers to work. Formalizing their understanding of disability, and swearing to that fact, affects self-esteem, and separates applicants psychologically from the workforce.  The five-month waiting period required before benefits may be paid, and the 24-month qualifying period for Medicare also contribute to separation from the workforce, both in loss of skills, in work continuity desired by most hiring employers, and in the self-esteem necessary to take the risk of looking for a job.  

Another dichotomy is created when the SSA is the point of contact from which beneficiaries learn of SSA’s many work incentives.  The message is that the SSA wants beneficiaries to work, but that desire is born of a motivation to deny or end essential benefits. Recent initiatives, such as the Benefits Planning Assistance and Outreach (BPAO) and Protection and Advocacy for Beneficiaries of Social Security (PABSS) projects that provide benefits counseling and advocacy to Social Security and SSI beneficiaries who wish to return to work, somewhat mitigate the “point of contact” dichotomy.  Stakeholders report, however, that BPAO and PABSS projects are under funded and thinly spread, making it difficult for many beneficiaries needing or wanting information to obtain it in a timely manner. 

Accessing the SSA

“They have made strides in making available data and background info from their website.  That’s good, but if you pick up a phone and call the SSA’s toll free number, you are just as likely to get misinformation as information.  They still struggle with consistency in getting accurate and timely information out to people, both providers and customers.” Key stakeholder

Key stakeholders agree that the SSA’s greatest strength is the entitlement process and paying benefits to individuals who are on the roles. One of the most consistent concerns from the Key Stakeholder interviews, however, was the issue of inaccessibility and inaccuracy experienced by beneficiaries when trying to access the Social Security Administration once they were entitled to benefits.  Reported problems ranged from meeting spaces that were too noisy for individuals with hearing loss, to a lack of information in accessible formats for individuals with vision loss, to long waits for service in field offices, and frequent loss of essential paperwork sent to SSA. 

 Stakeholders reported that local field office staff struggled with accurate and timely processing of post-entitlement reports and issues.  In some field offices, the main numbers were often busy for long periods of time.  Trying to access specific staff was nearly impossible, and often staff did not return messages left by consumers or their advocates.  

On a more positive note, some stakeholders were enthusiastic in their praise of SSA’s Area Work Incentive Coordinators.  Stakeholders who worked on a national scale, however, reported that there was a range in skill level from extraordinary to very poor.  

Stakeholders were less enthusiastic about their experiences with the Work Incentive Liaison positions in the local field office.  They reported that WILs seemed to frequently change, making it difficult to establish a working relationship with the WIL who serviced their geographic areas.  They also reported that many Work Incentive Liaisons didn’t understand the work incentives, and some were not even aware that they were considered WILs.   

Key Stakeholders were enthusiastic about the Social Security website, stating that it is an excellent resource, but also were concerned that a majority of individuals with disabilities do not have access to the internet.

Work Reports

“This is a problem because SSA makes eligibility determinations and sends benefits to people.  They have always viewed that as their mission, and the determination of the collection of wages and the handling of wages and reporting of wages is not on that list of things they deal with as their mission.  Until someone gets in there through legislation or whatever and makes it clear that this is an important vital function of Social Security it will remain unresolved.  No one is being held accountable enough.  People will do what they are held accountable for.” Key Stakeholder  

Key stakeholders reported that Social Security Administration field office staff had an inconsistent level of knowledge about Social Security and SSI work incentives.  Consumers were often erroneously reassured that work attempts would not affect future entitlement.  Teleservice (800 number) staff often offered inaccurate advice, and the antiquated paper trail from the phone centers to the field offices with the responsibility of adjudicating work issues often stopped short of its intended destination.  The result was that Social Security disability beneficiaries thought they had reported work and that they were due benefits, continued working, and eventually were hugely overpaid and treated as if no report had occurred.

The income sensitivity of the SSI program created a different set of beneficiary experiences.  The SSI system was controlled in the local field office, and work reports were processed much more frequently than work reports for the Social Security disability programs.  This generated a series of notices.  Key stakeholders reported that this was extremely confusing to beneficiaries.  They might receive several notices in one month, each stating different information, about whether the beneficiary was overpaid, or underpaid, and the amount of future benefits.  

Lack of trust was a frequent response when key stakeholders were asked about barriers to return to work. Many individuals interviewed stated that beneficiaries did not trust the SSA to make appropriate timely decisions. There was  a lack of trust that work attempts would not be punished by either a determination that the disability had ended, or by the need to repay benefits. 

Complexity

“I think the greatest barrier is the inability of an average consumer to understand the overwhelming complexity of SSI and SSDI regulations.”  (Key Stakeholder, 2004)

Another common theme in Key Stakeholder interviews was the difficulty beneficiaries had understanding the tremendous complexity of work incentive and benefit programs with which beneficiaries contended if they wished to return to work.  Many stakeholders complained that even SSA employees did not fully understand the programs, and often misapplied less frequently used work incentives, such as subsidy for job coaching, blindness work incentives, Plans to Achieve Self-support, and Continued Medicaid for People who Work.  The complexity itself created a barrier for people who wanted to return to work, but were unable to comprehend the impact, exacerbating the fear of losing essential supports.  

Because people who received benefits were often at or near the poverty level, they  would also have received other federal or state supports that carried their own layers of complexity. Recipients of Social Security benefits were less educated than the average public (SSA Annual Report for 2003), and often have mental illness or other limitations that would make the process of handling this complexity daunting.  

The Cliff

Another common thread in the interviews was the disincentive created by the “cash cliff”, referring to the SGA level used by the Social Security disability programs to determine continued entitlement.  The SGA cliff created several problems.  First, working at or slightly above the cliff did not make economic sense.  If a beneficiary’s work were valued below the SGA level, the beneficiary would continue to receive benefits as long as the SSA considered her to be disabled.  Thus the wages earned augmented a potentially slim budget and made life easier.   Earning above SGA meant eventual loss of benefits.  If the work performed, however, did not replace the lost cash income for disability payments, then work had no economic benefit, and represented a large economic loss, in addition to the loss of other potential supports that adopted the SSA’s definition of disability. 

Stakeholders reported that in many instances, beneficiaries did not understand that they had fallen from the cliff.  The SSA retroactively informed them that their disability benefits should have ended years ago, though they were still disabled, and were still struggling to work part-time.  Beneficiaries were frightened and demoralized to receive termination and overpayment notices, effectively crushing the desire to continue to struggle to work.

Another problem with the “cliff” was the retrospective nature of adjudication of work issues.  Many of the work incentives allowed the SSA to deduct the value of goods or services that were necessary for the individual’s work to be successful.  Beneficiaries couldn’t plan for this even if they understood the complex work incentives, however, because the deductions didn’t truly exist for the SSA unless they were proven and adjudicated in relation to past work.  There was no safe means to plan for these deductions.  

An example of how this impacted beneficiaries was someone who needed very expensive medications to manage their disabling condition.  They purchased drug coverage to pay for the prescriptions, and anticipated that the premium would be deducted. Had the individual paid the drug cost out-of-pocket, the SSA would have been able to deduct the expense from gross wages when determining if the work was substantial.  Since the individual paid a premium, however the SSA could not deduct the cost and the person was significantly overpaid.  Few beneficiaries had the level of understanding to negotiate the rules without falling victim to overpayments.  Thus, skirting around the cliff was dangerous.  Even if a beneficiary could have successfully negotiated the cliff, there was no trust that the SSA would continue the essential supports that allowed him to get to that point.

Finally, SGA levels remain very low when compared to the cost-of-living, and to average, or above average earnings levels.  One key stakeholder used as an example an individual with a high skill level who had cancer, and wished to retain a connection to the workforce to facilitate her return to work when she had completed her treatment.  Even working only a few days a month, however, she exceeded Substantial Gainful Activity.  She was too ill from chemotherapy to work enough to replace the benefits she was receiving, and her fear of exceeding the SGA cliff meant she couldn’t retain her connection to the workforce by working part-time.  This had devastating impact on her self-esteem, and on the likelihood of her eventual return to work in her former position or at her former level.      

IV.
Recommendations 

Application Dichotomy

 “The federal government and people in general need to understand that having a severe mental or physical impairment does not necessarily prevent you from working.  It can be a major limitation and can prevent some people from working depending on the person, but there shouldn’t be an assumption that you cannot work.  …It’s more about having a mental or physical condition that requires accommodation and public support to access what would otherwise be unaffordable health care in this country.”  Key stakeholder

When The Social Security Disability Insurance program was created in 1956, the program was designed as a financial support for people over 50 who were forced to permanently leave the workforce prior to retirement age because of a disability.  (SSA Annual Report for 2003)  Subsequent programs entitled adults disabled in childhood to receive benefits, and SSI allowed children under age 18 to receive a benefit because of a disabling condition if the family had low income and resources.  As the programs developed both in entitlement possibilities and in complexity, they failed to reflect the societal changes in medical treatment and perception of disability that occurred since the programs began.

“SSA’s disability programs are grounded in an outdated concept of disability that has not kept up with medical advances and economic and social changes that have redefined the relationship between impairment and the ability to work.” GAO-04-552T

Key stakeholders recommended not only that the SSA revise the disability determination process and definition, but also that the SSA continue and expand programs within and outside the SSA that support beneficiaries in understanding the programs. Several key stakeholders recommended significant expansion of the Benefits Planning Assistance and Outreach program  (BPAO), Protection and Advocacy programs for Beneficiaries of Social Security (PABSS), and an expansion of the roles of internal SSA employees, such as WILs, to deal with return to work issues. They felt that doing this would offer beneficiaries an opportunity to access support in understanding the complex programs that currently exist. 

Accessing the SSA

Key stakeholders had several recommendations to help the SSA improve its service to disabled beneficiaries:

· Increase staffing to levels that permit efficient contact and processing of applications and post-entitlement issues.

· Improve outreach efforts by providing materials in accessible format, by sending direct mail contacts to individuals reminding them of work incentives and the need to report changes and work activity to better reach individuals who do not have Internet access.

· Place more emphasis and be more creative in outreach mechanisms around work incentives.

· Create better tracking mechanisms for documents and work reports.

· Improve accuracy by increasing training, simplifying the programs and providing scripts for telephone workers.

· Significantly shift the value placed on the processing of work reports and other post-entitlement issues so that employees receive credit for this complex work.

· Continue and expand efforts to automate and standardize information transfer between offices so that an individual who has reported a change to one piece of the SSA can be assured the information reaches its intended destination.

· Make the Work Incentive Liaison a position in itself, instead of an additional burden to be assumed by overworked individuals doing another job full-time.

· Design Social Security office interviewing space to improve access for individuals with hearing impairments, Use better sound barriers, for example.

· Offer more materials more widely and easily in accessible formats.

· Make the Language of notices and brochures simpler and easier to understand.

Work Reports

Key stakeholders offered many recommendations to further improve the experience of beneficiaries who make work reports.

· Lengthen the period for which benefits are reviewed when determining if work will affect benefits.  Month by month tracking does not offer a realistic means of tracking earnings.  Period should better account for the fluctuation in earnings caused by fluctuations in health conditions.

· Earnings reports should be automated by use of existing earnings information from the IRS or other federal, state, or local partners.  Several Key stakeholders indicated that self-report placed and unrealistic and unfair burden on the beneficiary.

· Process work reports faster and more accurately.

· Limit the liability of individuals—limit how far SSA can look back when considering past work for performance of SGA.  Currently, if SSA delays processing work reports for years, if the person worked while awaiting a decision of entitlement or appeal, or if the person has significant retroactive benefits due to a retroactive determination of entitlement to Social Security disability benefits for people who had previously received SSI, the SSA will still look at the entire period, and try to collect all overpayments in question.  This is true even if beneficiaries had no means of knowing that entitlement would be granted.  Limiting the “look-back” period would prevent people from retroactively falling off of a cliff in a country they didn’t even know they were entering.  It would also place the burden on the SSA to be more efficient and compassionate in dealing with work issues. 

· Extend the time given for the grace period when benefits are suspended.  Several key stakeholders indicated that a three-month grace period was insufficient to allow beneficiaries to adjust to the loss of Social Security disability. 

· Insure that work reports are maintained within the Social Security system, and available to all Social Security offices.  Several key stakeholders felt that EWORK, SSA’s newest wave of work-report automation would be valuable in this.  Although EWORK will not prevent overpayments, it will improve accountability for work issue processing for Social Security disability benefits.  

· Coordinate work reporting between SSI and Social Security disability programs within a given office.  Several key stakeholders felt that self-report of work was an unfair burden to beneficiaries, especially beneficiaries who are not capable of understanding the system.  It seems an even greater burden to ask concurrent beneficiaries (individuals who receive both Social Security disability and SSI), to report to both programs as if they aren’t in the same agency.

Complexity

“Well, I think we have a couple of major programs, Social Security, Employment Training, and placement, and the tax code that are operating in silos.  They need to be brought into alignment so that they are all three working together to support people who want to take the huge risk of leaving benefits and going to work.    If we could work on some kind of strategy that gets all of those things going in the same direction instead of giving mixed messages and punishing people still.  That would be really good.”  (Key Stakeholder, 2004)  
Many key stakeholders recommended that earnings limits and work incentives be simplified, and easier to use.  Stakeholders also strongly recommended improving the coordination among federal state and local agencies providing benefits so that disability definition and financial limits are easier to understand and simpler for beneficiaries to negotiate safely

The Cliff

“The reason for work incentives seems to be the draconian results that occur without them.  Create a system less interested in terminating benefits …and work incentives become much less necessary.  Work incentives are the result of the piecemeal approach that has been such a damaging part of these programs from the beginning. … Many well-known disability advocates and benefit gurus speak highly of the SSI program because it is not a cliff benefit.  However, it is really frustrating to beneficiaries to receive notices requiring repayment of modest sums, followed by other notices saying that SSA owes them money.”   (Key Stakeholder, 2004)

Key stakeholders resoundingly recommended that SSA eliminate the Social Security disability earnings cliff either by allowing partial benefits, benefits offset by work, or lifetime benefits.  Stakeholders stress that it is essential, however, that doing this does not just further complicate the system.  
Additional Recommendations

Most interviewees strongly supported initiatives that encourage retention of Medicaid for working individuals, such as the 1619(a) and 1619(b) provisions of the SSI program, and the Medicaid buy-in programs adopted in many states under either the Balanced Budget Act of 1997 or under the more generous rules provided under the Ticket to Work and Work Incentives Improvement Act.   Most interviewees who mentioned the Medicaid buy-ins, also mentioned that many states did not have one.  States should continue to be encouraged to develop buy-in programs, and should develop other programs that encourage asset retention among Medicaid beneficiaries.  

Several stakeholders also recommended that health insurance be provided earlier in the entitlement process to Social Security beneficiaries so that they may access needed health support to keep disabilities from deteriorating. 

V.
Conclusion

As is true of most federal agencies in the current economy, the SSA has been downsizing its staff for years.  Conversely, the number of individuals applying for and receiving benefits has steadily increased over the years.  The result is an overworked staff that must prioritize an overwhelming workload. As reported in key stakeholder interviews, the experience of beneficiaries with the Social Security Administration was often unfavorable.  Insufficient staffing led to long lines and poor service.  Processing of appeals and back-to-work issues took far too long. Misinformation was frequent, and mistrust common.

One way to fully understand the impact this could have on beneficiaries is to recognize the tremendous power imbalance that exists between a federal system and a lone individual.  SSA has the power to turn off and on essential supports in the lives of individuals made vulnerable by physical limitations and economic realities.  What is an administrative task for SSA, sending an overpayment letter for example, is a life-changing event for the letter’s recipient.  Beneficiaries quit jobs, deteriorate psychologically to the point of needing hospitalization, and at the very least discover themselves charged with surviving without the assistance that was allowing them to cling to some sense of minimal safety.  

In extreme cases, overpayments or stories of lengthy fights to get benefits or to resume benefits after terminations pass like poison gas through a given community.  The message transmitted may even be as simple as work equals the potential for punishment.    

The disability system was historically developed for individuals who permanently left the workforce.  Today, however, the disabled population, because of better accommodation, societal understanding, and medical treatment has fluctuations in health status and earnings.  These variable patterns do not fit into the current system.  Individuals with disabilities with fluctuating severity: MS, AIDS, Mental Health issues, etc., fear leaving benefit status and being unable to again obtain benefits when the disability worsens.  This fear is exacerbated if individuals fought to receive benefits

Policy makers must hear this voice of fear and create policy alternatives with greater compassion for the vulnerability of the individuals involved.  When frightened, it is only natural for people to protect essential supports, it is natural not to want to fall off of cliffs, and reasonable to fear retribution for breaking perceived rules.  As time and political winds offer an opportunity for change, policy makers must listen to the people affected, or future programs will only continue to provide additional layers of complexity, more disincentives and mistrust among beneficiaries.  When the risk of punishment is high, it is unrealistic to expect beneficiaries to fight to overcome the numerous physical, psychological, systemic and societal barriers they must cross in order to successfully leave the benefit roles.   
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Appendix A

The following tables were all excerpted from the Social Security Administration’s Annual Statistical Report for 2003, 

	Table 49 - Excerpt.
Distribution of workers with benefits terminated because of successful return to work, by age, 2003

	
	Total
	Under 30
	30–39
	40–49
	50–59
	60–FRA

	Total
	27,926
	1,894
	7,416
	9,824
	6,745
	2,047


Excerpted from Table 49  

Available at:  http://www.socialsecurity.gov/policy/docs/statcomps/di_asr/2003/table49.html
	Table 52.
Outcomes at all adjudicative levels, by year of application, 1992–2002

	Year
	Total
	Pending final decision
	Technical denials a
	Medical decisions
	Award rate d (percent)
	Allowance rate e (percent)

	
	
	
	
	Denials
	Allowances
	
	

	
	
	
	
	Medical
	Subsequent nonmedical b
	Awards
	Subsequent denials c
	
	

	
	All disabled beneficiaries

	1999
	1,265,055
	8,207
	104,315
	441,001
	4,077
	705,595
	1,860
	56.1
	61.5

	2000
	1,364,396
	22,403
	136,014
	446,519
	3,853
	753,666
	1,941
	56.2
	62.8

	2001
	1,504,773
	83,114
	170,323
	468,687
	3,709
	776,982
	1,958
	54.7
	62.3

	2002
	1,685,182
	274,936
	229,536
	509,650
	4,308
	664,582
	2,170
	47.1
	56.6

	
	Workers

	1992
	1,310,004
	0
	130,885
	481,439
	5,725
	689,111
	2,844
	52.6
	58.8

	1993
	1,384,501
	0
	140,314
	540,906
	5,626
	695,007
	2,648
	50.2
	56.2

	1994
	1,383,092
	0
	130,243
	573,247
	5,506
	671,699
	2,397
	48.6
	53.9

	1995
	1,301,472
	0
	123,714
	542,346
	5,049
	628,127
	2,236
	48.3
	53.6

	1996
	1,313,818
	6,201
	116,943
	531,869
	5,014
	651,675
	2,116
	49.8
	55.0

	1997
	1,164,680
	5,552
	106,820
	445,222
	4,217
	601,010
	1,859
	51.9
	57.4

	1998
	1,138,101
	4,838
	96,663
	418,672
	4,215
	611,668
	2,045
	54.0
	59.3

	1999
	1,167,664
	8,070
	102,291
	414,599
	4,029
	636,887
	1,788
	54.9
	60.5

	2000
	1,265,214
	22,062
	133,915
	420,806
	3,818
	682,739
	1,874
	54.9
	61.8

	2001
	1,408,135
	81,967
	168,045
	442,927
	3,664
	709,629
	1,903
	53.5
	61.5

	2002
	1,587,452
	270,885
	227,018
	480,854
	4,251
	602,321
	2,123
	45.7
	55.6

	
	Widow(er)s

	1999
	40,055
	84
	1,173
	9,650
	17
	29,094
	37
	72.8
	75.2

	2000
	39,996
	188
	1,256
	8,929
	11
	29,583
	29
	74.3
	76.9

	2001
	39,510
	642
	1,342
	8,826
	14
	28,667
	19
	73.8
	76.5

	2002
	38,574
	2,333
	1,510
	9,150
	19
	25,546
	16
	70.5
	73.6

	
	Adult children

	1999
	57,336
	53
	851
	16,752
	31
	39,614
	35
	69.2
	70.3

	2000
	59,186
	153
	843
	16,784
	24
	41,344
	38
	70.0
	71.2

	2001
	57,128
	505
	936
	16,934
	31
	38,686
	36
	68.3
	69.6

	2002
	59,156
	1,718
	1,008
	19,646
	38
	36,715
	31
	63.9
	65.2

	SOURCE: Social Security Administration, Disability Research file, 100 percent data.

	NOTES: Data for the initial and reconsideration levels are current through June 2003. Data for the hearing level or above are current through September 2003. 

Because a number of applications remain pending for more recent years, the award and allowance rates will change over time. Cases can be pending at the initial or appellate levels and can include either medical or technical issues.

Data include decisions for Social Security–only applications and applications for both Social Security and Supplemental Security Income (SSI); they do not include SSI-only applications.

Data for 1992–1998 are available for disabled workers only.

	a. Applications were denied for nonmedical reasons; therefore no decision was made on severity of impairment.

	b. Applications were denied for nonmedical reasons after a decision was made that the applicant did not meet the medical severity criteria for disability benefits.

	c. Applications were denied for nonmedical reasons after a decision was made that the applicant met the medical severity criteria for disability benefits.

	d. Rate determined by dividing awards by all applications minus pending claims for that year.

	e. Rate determined by dividing medical allowances by all medical decisions for that year.

	CONTACT: Clark Pickett (410) 965-9016 or di.asr@ssa.gov.


Table 52 available at: http://www.socialsecurity.gov/policy/docs/statcomps/di_asr/2003/table52.html
	Table 58 - Excerpt.
Number aged 18–64, by program, December 2003

	Year
	Total
	Social Security only
	SSI only
	Both Social Security and SSI

	
	
	Total
	Workers
	Widow(er)s
	Adult children
	
	Total
	Workers
	Widow(er)s
	Adult children

	
	Number

	2003
	9,445,573
	5,492,325
	4,997,137
	87,203
	407,985
	2,811,647
	1,141,601
	833,269
	34,101
	274,231

	
	Total monthly benefits a (millions of dollars)

	2003
	7,416
	5,024
	4,674
	69
	281
	1,603
	790
	592
	22
	176

	
	Average monthly benefit b (dollars)

	2003
	768.50
	914.10
	934.80
	790.80
	687.30
	533.50
	638.20
	639.90
	620.90
	635.10

	SOURCE: Social Security Administration, Disabled Beneficiaries and Dependents Master Beneficiary Record file and Supplemental Security Record file, 100 percent data.

	NOTES: Supplemental Security Income (SSI) counts include recipients of federal SSI, federally administered state supplementation, or both. Social Security beneficiaries who are entitled to both a primary and a secondary benefit (dual entitlement) are counted only once in this table. 

-- = not available.

	a. Includes retroactive SSI payments.

	b. Excludes retroactive payments for both programs.

	CONTACT: Art Kahn (410) 965-0186 or di.asr@ssa.gov.


Excerpt from Table 58  

Available at: http://www.socialsecurity.gov/policy/docs/statcomps/di_asr/2003/table58.html
	Table 63. - Excerpt
Social Security as a percentage of personal income December 2001

	Characteristic
	Number
	Percentage of total
	Percentage distribution

	
	
	
	Total
	Under 25%
of income
	25–49%
of income
	50–74%
of income
	75–99%
of income
	100% of
income

	
	All disabled beneficiaries

	Total
	5,777,265
	100.0
	100.0
	20.7
	12.7
	17.6
	21.2
	27.8

	

	SOURCE: Social Security Administration, SSA administrative records, matched to U.S. Census Bureau, 2001 Survey of Income and Program Participation, wave 2, reference month 4.

	NOTES: Individuals receiving disability benefits in reference month 4 of wave 2 of the 2001 SIPP are identified using SSA administrative data for those who provided a valid Social Security number and using self-reported SIPP data for those who did not provide a valid number. The unweighted sample size is 1,514 cases for all disabled beneficiaries and 1,389 for disabled workers. Disabled widow(er)s and disabled adult children are not shown separately because the unweighted sample size is too small to support statistically reliable estimates. 

Cells that contain less than 1.0 percent of all beneficiaries are rounded to zero because of concerns about sampling variability. Therefore, some distributions will not add to the total.

Personal income data are based on the 4 months included in wave 2 of the 2001 SIPP. This represents a change from tables for previous years, in which annual income data were reported.

	a. Sample size is too small to support statistically reliable estimates. Distributions for which the base is fewer than 150,000 weighted cases are not shown.

	CONTACT: Paul Davies (410) 966-0299 or di.asr@ssa.gov.


Excerpt from Table 63 

Available at:  http://www.socialsecurity.gov/policy/docs/statcomps/di_asr/2003/table63.html
	Table 66 - Excerpt.
Poverty status December 2001

	Characteristic
	Total
	Family income relative to poverty threshold

	
	
	Under 100%
	100–124%
	125–149%
	150–199%
	200–299%
	300% or more

	
	
	Subtotal
	Under 50%
	50–99%
	
	
	
	
	

	
	All beneficiaries

	Total
	5,777,265
	20.2
	2.7
	17.5
	8.9
	7.4
	13.8
	20.5
	29.2

	

	SOURCE: Social Security Administration, SSA administrative records, matched to U.S. Census Bureau, 2001 Survey of Income and Program Participation, wave 2, reference month 4.

	NOTES: Individuals receiving disability benefits in reference month 4 of wave 2 of the 2001 SIPP are identified using SSA administrative data for those who provided a valid Social Security number and using self-reported SIPP data for those who did not provide a valid number. The unweighted sample size is 1,514 cases for all disabled beneficiaries and 1,389 for disabled workers. Disabled widow(er)s and disabled adult children are not shown separately because the unweighted sample size is too small to support statistically reliable estimates. 

Cells that contain less than 1.0 percent of all beneficiaries are rounded to zero because of concerns about sampling variability. Therefore, some distributions will not add to the total.

Family income data and poverty thresholds are based on the 4 months included in wave 2 of the 2001 SIPP. This represents a change from tables for previous years, in which annual income and poverty data were reported.

	a. Sample size is too small to support statistically reliable estimates. Distributions for which the base is fewer than 150,000 weighted cases are not shown.

	CONTACT: Paul Davies (410) 966-0299 or di.asr@ssa.gov.


Excerpt from Table 66 

Available at:  http://www.socialsecurity.gov/policy/docs/statcomps/di_asr/2003/table66.html
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