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INTRODUCTION

Background
The Supplemental Security Income (SSI) program, since its inception

in 1974, is intended to ensure that families have sufficient income to meet
their children’s basic needs. The SSI program provides cash benefits, up to
$484 per month or $5,808 a year, for each eligible child, and also provides
for Medicaid coverage. It has come to represent an important safety net for
some of the most vulnerable families. With SSI, the families must not only
qualify for the benefit based on financial consideration, but the child must
also qualify based on a physical or mental impairment.

Before 1996, children with emotional and behavioral disorders could
qualify for SSI benefits on the basis of impairments that seriously limited their
ability to perform activities normal for their age. The welfare law that took
effect in 1996, the Personal Responsibility and Work Opportunity Act
(PRWOA), established a new and stricter definition of disability specifically
for children, making it harder for children to demonstrate a disability, thus
changing the way children qualify for SSI disability benefits. Under the
PRWOA, an eligible child now must have “marked and severe functional
limitations” from a physical or mental condition. The child’s condition or
combination of conditions must meet or “medically or functionally equal” a
condition in the Social Security Administration’s (SSA) revised listings of im-
pairments, which no longer include “maladaptive behavior” as a measure of
disability. Under PRWOA the agency no longer uses the same functional
assessment to evaluate limitations, although it must consider all evidence of a
child’s functional limitations. Additionally, the PRWOA required the SSA to
re-determine the cases of children whose eligibility might terminate because
of the provisions of the law.1

More than 263,000 children of the one million children on the SSI rolls
in 1996 were identified as being potentially affected by the revised criteria. In
1996, federal officials notified these families with children on the disability rolls
that the new law may affect them and that their cases would be reviewed. These
were children whose disability determination was based on the Individualized
Functional Assessment (IFA), an important medical evaluation process, or con-
sideration of maladaptive behaviors in the personal behavior domain. Accord-
ing to the SSA, while other children would also be affected (children with tuber-
culosis, mental retardation, development disabilities, burns, arthritis, and inter-
cranial injuries who also qualify for SSI through IFA), the elimination of the
IFA would disproportionately impact children with mental health problems.

Children’s Supplemental Security Income (SSI)
Relevant Provisions in the Law

New Standard of Childhood Disability Eligibility
Changes

• Children have to qualify for SSI under a stricter
definition of disability.

• Children are no longer able to qualify through the
Individualized Functional Assessment (IFA).

• Eligibility criterion (known as the medical listing of
impairments) is changed to reduce the importance
of “maladaptive behavior” for children with mental
disorders.

Redetermination

• Certain children receiving SSI benefits were to be
reviewed to determine if they still qualified under
the new childhood disability criteria.

Medicaid Eligibility

• With stricter disability standards, approx. 30,000
were expected to lose Medicaid. However, under
the Balanced Budget Act of 1997, children who
were receiving SSI benefits, but lost their eligibility
because of the new criteria, will not lose Medicaid
coverage.

SSI Redeterminations for Young People Turning
Age 18

• Review for those individuals who are eligible for
SSI benefits at the time they turn 18 using the rules
for determining adult eligibility.

1 Provided by the Bazelon Center for Mental Health Law, 1999.

SSI Results Based on Data through October 31, 1998

• There were 998,280 children receiving SSI.
• 57.9% of children whose cases were reviewed

were continued in the program.
• 42.1% of children had their benefits terminated

(based on first level of appeal).

The Bazelon Center for Mental Health Law



4

SSI Family Impact Study

The SSA was given until August 22, 1997 to conduct the reviews, ultimately re-
evaluating approximately 288,000 children to determine if they met the revised
criteria. Data compiled by the SSA indicated that most of the children who
ended up losing disability benefits (after one or more appeals)—78,600 of
the 95,180—had “mental disorders.” This represented about 83% of all the re-
determined cases that were found ineligible.

Purpose of Study
In September 1997, the Center for Mental Health Services (SAMHSA)

funded the de la Parte Florida Mental Health Institute to examine the im-
pact of changes in the SSI policy on families with children who had been
receiving SSI benefits because of a serious emotional disability and who
were in jeopardy of losing those benefits. In September 1999, in order to
capture the long term effects on families, the National Institute on Disabil-
ity and Rehabilitation Research and the Center for Mental Health Services
provided continued funding for twelve additional months of study.

The SSI Family Impact Study seeks to understand the impact, both
positive and negative, of new federal regulations on families and children
whose serious emotional disability had previously qualified them to receive
SSI disability benefits, and for whom continuation of this benefit was in
jeopardy or had already been lost. At the individual and family level, this is
a study in coping, decision-making, and resilience in response to major
changes in an important formal support system. At the macro level, the
study has implications for federal, state and local policymakers, evaluators
and the family advocacy movement.

Organization of Report
This study is comprehensive but not exhaustive in its coverage of the

impact of the changes in regulations and eligibility of SSI benefits on children
with an emotional or behavioral disability and their families. It is intended to
be used as a companion and supplement to the quantitative estimates of the
effect of the legislation on disabled children who were on the SSI rolls prior to
the legislation’s enactment.3 By listening to the stories of families whose lives
are impacted by policy changes outside their immediate control, and by as-
sessing the comprehensive effects of these changes, service and support sys-
tems can offer more strategic and individualized interventions. Thus, these

2 Maxwell, J.M.A. (1990). Gaining acceptance from participants, clients, and policy-makers for
qualitative research. In Fetterman, D.M. (Ed.) Speaking the language of power:
Communication, collaboration and advocacy, Washington D.C.: The Falmer Press.

3 E.g., Children Receiving SSI annual reports from the Social Security Administration, Office of
Policy, Research, Evaluation and Statistics, Division of SSI Statistics and Analysis.

Needs of the Field

• Identifying unanticipated factors influencing
situations and issues;

• Enabling researchers to study the complexities of
life experiences;

• Giving a holistic picture of the phenomenon studied;
• Incorporating the perspectives of the people

studied; and,
• Providing further insight into experimental and

survey designs.

This study also highlights the importance of
the qualitative methodology and longitudinal
approach to gathering information. The SSI
Family Impact Study addresses the use of
qualitative research methodology and
examines its effectiveness in meeting the
needs of the field as identified by Maxwell
(1990).2
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supports can develop more effective treatment and service plans, and more efficiently
use their limited resources. The experience of families is viewed not as an ultimate
outcome issue, but as a quality of life issue. The SSI Family Impact Study report cap-
tures this qualitative shift as it presents data gathered directly from families, in their
own words. By remaining close to the words of the families during analysis, and pre-
senting those words throughout this report, we have remained as true to the data as we
believe is possible.

This report is organized into seven major sections. Section 1: Introduction, in-
cludes the background of the SSI legislative changes and the purpose of the SSI
Family Impact Study. Section 2: Methodology, addresses design, structure of inquiry,
analysis plan, building a research team, and recruitment and retention issues for
longitudinal design. Sections 3 and 4: Description of Sites and Families, summarizes
the demographic data of the families and sites participating in the study. Section 5:
Key Findings, summarizes the data and perceptions collected and is presented as
findings related to children and families, findings related to the SSI benefits and
process, and findings related to Medicaid and health care. Section 6: Summary and
Implications, offers a thematic overview with implications for families, for local men-
tal health program support and family service organizations, for state and federal
policy implementation and for evaluators. And, Section 7: Future Directions, offers
areas for further investigation and hopefully provides information for thoughtful
debate and consideration.
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How have Changes in SSI Legislation Impacted Families
with Child(dren) With Serious Emotional Disturbances

1
Profile

2
Eligibility

3
Caregiver
Reaction

4
Family
Impact

5
Help &

Support

Employment

Ethnicity

Education

Age Gender
Learning

About Benefits

Child's Age
at Eligibility

Conditions
at Eligibility

Application
Process

Experience

Initial
Reaction

Adjustment to
New Situation

On Child

On Primary
Caregiver

On Members
of Family

On Family
as Whole

Changes in
Family Life

Review
Process

Assistance

Daily Life
Social

Supports

Research
Problem

General
Objectives

Specific
Objectives

METHODOLOGY

Design
In order to deepen understanding of the impact changes in the SSI

regulations had on children and families, the SSI Family Impact Study uti-
lized a qualitative, multi-site, longitudinal approach. The study method was
designed to examine the short-term effects of the new regulations, as well as
effects over time. It is a thorough and systematic method to describe what
happens to families, and helps to provide an understanding of the subtleties
and complexities of the families’ experiences. The SSI Impact Study comple-
ments more quantitatively designed studies through its in-depth focus on a
limited sample of families, which adds a “human face” to other studies exam-
ining the impact of this legislation.

The study utilizes a form of case study methodology that derives its
findings from interviews conducted over time, with multiple sources, in-
cluding the primary caregivers and other individuals identified as provid-
ing support to families. This process begins with initial in-depth, in-per-
son interviews which are followed up with telephone interviews every
three months with the primary caregiver. The purpose of the prospective,
longitudinal design of the interview was to gather information on changes
in the family’s status during this period, with special focus on decisions
that the family made in response to their situation, and how these deci-
sions affected them. For example, families considered decisions such as to
continue or discontinue particular services, to increase or decrease em-
ployment, to appeal or not to appeal the re-determination decision, or to
change residence or household arrangements.

The figure at left provides the
details of the study purpose and
objectives and delineates a
linkage between the purpose,
objectives, and the specific
questions developed for the
protocol (Appendix A).

“The interpretive explanation of
qualitative analysis does not yield
knowledge in the same sense as
quantitative explanation. The
emphasis is on illumination,
understanding, and extrapolation
rather than causal determination,
prediction, and generalization”
(Walcott, H. 1994).1

1 Walcott, H. (1994). Transforming qualitative data: Description, analysis, and interpretation.
Thousand Oaks, CA: Sage Publications.
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Final Face-to-Face Interview
• Review timeline for accuracy
• Change in all areas of analysis
• Feedback on participation in the

study

Focus Group
• Family's experience with SSI benefits
• Primary caregiver's reaction to changes

in SSI benefits
• Impact of changes in SSI benefits on

family life
• Role of sources of social support

Telephone Interview
• Changes in employment

situation of primary caregiver
• Changes in education or

situation of primary caregiver
• Changes in household

composition
• Evolution of SSI benefits
• Primary caregiver's reaction to

changes in SSI benefits

• Impact of changes in SSI
benefits on family life

• Evolution of social support

Data Collection Instruments

Formal and Informal
Helper Interview
• Role as a source of support

to primary caregiver
• Perception of changes in

family due to SSI charges

Screening
• If child has SED and primary 

caregiver received letter from 
SSA announcing review of 
child's eligibility

In-Depth Face-to-Face Interview
• Family's experience with SSI benefits
• Primary Caregiver's reaction to changes
• Impact of changes on family life
• Role of sources of social support

Pre-Site Questionnaire
• Family demographics
• Household's socioeconomic
• Household's ethnicity
• Primary caregiver's 

educational level

Screening
•  If child has SED 

and primary caregiver
received letter from SSA
announcing review of
Child's eligibility

Design 
NUD*IST

Code Book

Design Data 
Collection 

Instruments

Design 
Questioning

Routes

Site
Selection

Field TestingCMHS and Sites

Sequence of Research Activities

CMHS

Research
Design

Integrative 
Report

Site 1

Data Collection

Transcriptions

Coding Transcriptions

Writing Case Summaries

Data Entry NUD*IST

Report Writing

Site 2

Data Collection

Transcriptions

Coding Transcriptions

Writing Case Summaries

Data Entry NUD*IST

Report Writing

Site 3

Data Collection

Transcriptions

Coding Transcriptions

Writing Case Summaries

Data Entry NUD*IST

Report Writing

In addition, the study utilized a series of focus groups with parents to enhance the
understanding of how families have been impacted by the legislative changes. Focus
groups of parents whose children were receiving SSI benefits because of a serious emo-
tional disturbance were conducted as part of the study for three purposes. First, this
method involves bringing together individuals with common characteristics and there-
fore often provides unique and rich data as individuals have a chance to think through
their situation and their views in the context of a guided and focused discussion in which
they are also hearing the views and experiences of others. Second, the information gath-
ered through this means can be compared to the information gathered through in-depth
interviews and longitudinal data collection procedures. Third, the use of focus groups
offered an opportunity to economically secure information about the views, experiences,
and insights of a larger and more diverse group of parents and other caretakers.

Research activities were
conducted by a multi-
disciplinary research
team comprised of
researchers, parents,
and ad hoc parent/team
members from individual
sites.

Data collection tools
utilized throughout the
study were first pilot
tested by the study
team with families who
were also experiencing
the legislated SSI
review. As a result of
many revisions, the
study team was
confident that the final
interview protocol was
culturally sensitive and
would comprehensively
capture the families’
experience as it related
to the changes in the
SSI eligibility and
review process.
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Criteria for participation in the study was based on the families’ receipt of a letter
from the Social Security Administration (SSA) giving notice that their children’s eligibil-
ity for SSI benefits was slated for reevaluation. It was also based on self-reported informa-
tion that their children were receiving SSI benefits for a serious emotional disability.
Families from three communities self-selected through a variety of recruitment efforts
such as fliers in the schools, and at mental health centers, and presentation of the study
objectives and needs at family advocacy meetings. Forty families, between 12 to 15 from
each of three sites, were selected to participate in the study. The sites included areas in
Kansas, Florida, and New York. During the study, one of the three participating sites had
families who were served by the federally funded Community Mental Health Services
Program for Children and Families (KanFocus in Kansas). A few New York families were

A Family Over Time
May 1998 Sep 1998 Nov 1998 Feb 1999 June 1999 Dec 1999 Feb 2000

SSI denied under
appeal, continues
receiving check

Diagnosis of
ADHD & OCD
SED Classroom

Unclear medical
status, pays for 
prescriptions

One-bedroom
Apartment

BENEFIT
STATUS

CHILD

MEDICAID
& HEALTH
COVERAGE

LIVING
ARRANGEMENTS

INFORMAL
SUPPORT

FORMAL
SUPPORTS

HEROIC 
EFFORTS

INCOME

Father lives
in Europe

Does not seek
services due to 
fear; Misses 
hearing due to work

Pays rent ahead;
Frequent dental
care for son

$800/mo. Earnings
$300/mo. SSI
Rent=$380

Waiting for new
court date for 
appeal review

Waiting to
reschedule

Still waiting for word,
but believes she has
won due to bank deposit

Still waiting; afraid
to check status

Results of appeal
positive less payment

Received letter
of eligibility

No medical 
coverage; Father 
required to provide 
coverage

Father not reliable,
mother's girlfriend
supportive

Behavior worsens,
transferred to SED
Center

Father provides 1 month
insurance coverage;
drops policy; mother 
afraid to inquire

Child reported to sleep
on couch, family unable 
to relocate

Girlfriend helps
babysitting when
available

Earnings based on
piecework, production 
down and pay suffers

Behavior deteriorated;
4 days in crisis center

Week in crisis center;
diagnosed with 
Tourette Syndrome

Son's behavior
 improves, new SED 
Center placement

Learns medical
coverage is active,
pays for crisis stay

Family evicted, moves 
to 2 bedroom house 
w/income tax refund

Father moves to WA,
paternal aunt (NJ) met
this year offers support

Mother reports son
has new bed, no longer 
sleeps with her

New boyfriend helps
buy new bed; father no
longer sends $

No support from 
friends or family

Fear of losing child due to
sleeping arrangement
prevented request for
services

Mother sick, but uses
money to move rather
than go to doctor

Ex ordered to pay $75/mon
earns $5.50/hour + bonus
SSI/month = $380
Rent = $500

Does not use Medicaid
Pays out of pocket to 
retain  son's doctor;
uses Medicaid for 
therapist

Received only 3 child 
support checks
$800/month earnings
$253/month SSI
Rent = $500

Doctor thinks son
has seizures and
needs neurological
testing

$160-250/mon SSI 
depending 
on earnings
$800/mon Earnings
$75/mon child support 
(irregular)

Timelines were created during the data collection process to review,
over time, the experiences of the families (see Appendix C). It was
updated and revised if necessary, after each interview by the study
team member and then reviewed for accuracy with the family member
during the final interview. The timeline for the family represented above
looks at 8 of the 21 areas of analysis.
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connected to a CMHS site, F.R.I.E.N.D.S., while Florida did not have a CMHS site.2

Through this selection process, it was possible to examine the degree to which there are
different effects of the change in SSI regulations in communities participating in the
federal program and those that were not.

Initial interviews were conducted between February and June of 1998. Based on
the longitudinal design, all families were first interviewed in-depth and in-person, and
then re-contacted every three months by telephone. The last in-person interviews were
conducted during the final phase of the study between February and June of 2000. Focus
groups were conducted in the Florida and New York sites at two data collection points,
the beginning and the end. In Kansas, the focus group was conducted at the beginning of
the study only. The family member interviewed was paid for each phase of their partici-
pation in the study, 25 dollars for the initial and end in-person interview and 10 dollars
for each telephone interview. Focus group participants were paid 20 dollars.

Analysis Plan
The study analysis was completed using a data transformation approach. Data

transformation is an analysis process that allows for the representation of the point of
view of interviewees through a systematic procedure. Information is transformed, step
by step, from raw data into interpretive descriptions. The process controls the level of
interpretation, follows a traceable pattern and increases the level of reliability of the
qualitative data.

In the description phase of the study, the families’ experience was described by
extracting themes from the transcribed interviews. Themes were extracted within the
context of each study category and each of the seven data collection waves. Each iden-
tified theme was accompanied by a corresponding quotation, believed by the researcher
to best reflect the theme. Once the themes were listed, the analyst, working inductively,
then looked for emergent patterns in the data within each wave. With the goal to
present the families stories as accurately as possible, the analyst moved back and forth
between the extracted themes and the actual data in search for meaningful patterns.3

The findings from this data collection were analyzed by a variety of methods,
including the use of the QSR-4 NUD*IST4 computer software. Interviews were au-
dio taped, transcribed, and then imported into NUD*IST and categorized following a
coding list based on the study’s research questions. The research team summarized the
findings and identified points of convergence and divergence. In addition, weekly meet-
ings with the research team allowed the continued emergence of issues and themes.

2 The CMHS Children and Families Program is funded through the Center for Mental Health Services. Its
primary objective is to help states demonstrate and promote more effective ways to organize, coordinate,
and deliver mental health services and supports for their increasing number of children and families who
need help from more than one service system. During the final phase of the study, Hillsborough County,
Florida also became a CMHS funded site. New York’s CMHS funded site, F.R.I.E.N.D.S., helped
recruitment efforts, however most families participating in the study were not in the F.R.I.E.N.D.S.
service area and thus were not connected to the site.

3 Walcott, H. (1994). Transforming qualitative data: Description, analysis, and interpretation. Thousand
Oaks, CA: Sage Publications.

4 QSR-4 NUD*IST [computer software]. (1997). Melbourne, Australia: Qualitative Solutions and Research
Pty Ltd.

The SSI Family Study looked at
21 areas of analysis

• Benefit Status
• Reaction to Review
• Experience with SSA
• Experience with SSI review and

appeal process
• Use of SSI Money
• Impact on Family
• Impact on Children
• Positive Impact
• Sources of Income
• Household Employment
• Family Composition/Living

Situation
• Child Diagnosis/Behavior
• Primary Caregiver Education
• Child Education
• Primary Caregiver
• Other Family Member Health
• Child Health
• Decision-Making
• Support
• Co-occurring Events
• Impact on Medicaid or Other

Health Insurance
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This report uses two different types of data to describe the families who partici-
pated in the SSI Family Impact Study. The first type, presented in the Description of
Families Section, offers aggregate demographic data for the entire research sample
based on information collected from the primary caregivers at the point of the first
face-to-face, in-depth interview and follow-up interviews. The second type, described
in the Key Findings Section, relies primarily on data obtained through the in-depth
interviews and focus group discussions with a small number of primary caregivers in
each of the three sites which are more qualitative descriptors of who they are and the
context in which they live and raise their families.

Building a Research Team
Careful attention was paid to the construction of the study’s multi-disciplinary,

diverse research team. Throughout the course of the study, disciplines represented on the
team included: a social worker; a pastor; a special educator; two to three parents of chil-
dren with a serious emotional or behavioral disorder and experiencing an SSI review
for their children; a therapist; a front line worker; a linguist; and, qualitative research
and analysis experts. Two additional parents from each site were hired as part of the
research team conducting interviews and recruiting parents in their locales.

• Research
Assistant

in Recruitment
• Co

interviewer

Integrative
Report

Integrative
Report

Parent Participation

Data 
InterpretationData

Data
AnalysisData 

Collection

Data 
CollectionDesignDesign

• Parents
as Advisors

• Pilots

What?

• Panel of
parents

What
for? • Identify

relevant
issues

• Improve
cultural

competence

• Improve
linguistic

specificity

• Use natural
network

• Benefit from
Local

Knowledge

• Interpretation
reflects

concern of
families

Parents were hired as
primary researchers in the
study and were involved in
multiple phases of the study
including study design,
protocol and instrument
development, participant
recruitment, data collection,
data interpretation, and
dissemination.

While there are identified challenges to family/community partnerships in re-
search and data collection, such as pressure on family/community research assistants,
trust barriers, and coordination of study without a local base of operation, the benefits
are many. These included more detailed and expansive family responses, family voices
being heard, expanded knowledge of effects of the changes on families, and use of
research findings by family advocacy organizations.
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The research team was also ethnically and racially diverse with trilingual ca-
pacity in English, Spanish and Creole and included Native American Indian, Afri-
can American, Latino, Anglo, and Asian/Pacific Islander heritages.

Recruitment and Retention
Participant recruitment efforts for the study posed many challenges. First, the

eligibility criteria to participate was very narrow and no central listing of eligible
population members was available to the study team. Eligibility criteria included:

1) the child had to have been diagnosed with an emotional or behavioral
disorder;

2) the child had to have undergone an eligibility review prompted by the
SSI changes; and,

3) the child had to have either lost or was at risk of losing benefits.

And finally, because the population was multilingual (some participants were
Spanish speakers only) and from three different states (Florida, Kansas, and New
York), recruitment challenges included matching language resources, logistical con-
siderations and financial restraints.

To address these challenges, recruitment strategies were multi-faceted and
focused on enhancing retention. They included:

1) personalizing all correspondence, flyers, and contacts to encourage
building of long-term relationships;

2) obtaining names of collateral contacts for all recruited participants;

3) enlisting assistance of parent groups and residents of targeted neighbor-
hoods as recruiters;

4) using word of mouth advertising…played “who do you know?”;

5) using “broadcast” e-mail within host grant agency;

6) posting flyers in places with high traffic of service providers and clients
such as: legal aid offices, restrooms, mental health agency waiting
rooms, social security offices, food stamp offices; and, made presenta-
tions at staff meetings of service providers.

7) assembling a team of recruiters who were bilingual;

8) hiring parent research team members;

9) translating all flyers and correspondence in Spanish and English; and

10) programming a 1-800 phone with part of the outgoing message in
Spanish directing them to a phone answered by a Spanish speaking
recruiter.
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One member of the research team coordinated the recruitment efforts utiliz-
ing a variety of recruitment methods. One highly effective method was to piggy-
back on an in-house project from another department within the de la Parte Florida
Mental Health Institute that had done a general solicitation of families interested
in participating in research projects in the area. Recruitment activities also utilized
the existing Center for Mental Health Services sites’ mental health network struc-
ture with a parent advocate serving as the point person for recruitment. This oc-
curred in the study sites in Kansas and New York. In these sites, parent advocates
who were residents within targeted neighborhoods were employed as recruiters. In
Florida, mental health and health administrators and advocates at the state level
recruited potential study participants through their existing networks.
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DESCRIPTION OF SITES

SECTION 3
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The families participating in the study were concentrated in three sites, which
included counties in Florida, Kansas, and New York. Two of these sites were invited to
participate in the study based on their participation in the Comprehensive Community
Mental Health Services (CMHS) for Children and Their Families Program.1 These sites
were KanFocus, serving families in counties in southeastern Kansas, and F.R.I.E.N.D.S.,
serving families in the Bronx, New York. The third site selected, not participating in the
CMHS program during the first year and a half of the study, included two counties in
west-central Florida. Families participating in Florida lived in areas of geographic prox-
imity to the study team and thus, this site was cost effective.

The families who participated in the longitudinal interview process in Florida lived
throughout the Hillsborough County area, an urban and rural county with a population
of almost one million. The families participating in the focus group were from Orange
County, a slightly less populated county, but similar with both urban and rural areas.
During most of the study period, Hillsborough County was not participating in the
CMHS program, however, it did become a grant site and began planning during the
final phase of the study. Throughout the study, families at this site were not connected to
any services through the CMHS site.

The second site of concentration was southeastern Kansas. KanFocus, a CMHS
grant funded site, provided assistance in recruiting families from their four-county rural
area of focus. These counties were Cherokee (pop. 22,304), Crawford (pop. 37,916),
Labette (pop. 25,682) and Montgomery (pop. 42,281). As part of KanFocus, families
had access to case managers, a family advocacy organization (Keys for Networking), and
other formal services, such as therapy.

At the third site, families participating in the study lived in the Bronx and Brook-
lyn (pop. 3,797,000), two of the largest of the five boroughs in New York City with the
largest percentage of people of color. A CMHS grant funded site, the F.R.I.E.N.D.S.
Initiative located in Mott Haven, Bronx, New York provided assistance in recruiting
families for the study. While a few of the families in Bronx did have services from
F.R.I.E.N.D.S. available to them, some of which included a case manager and thera-
pist, families in Brooklyn did not.

DESCRIPTION OF SITES

1 The CMHS Children and Their Families Program is funded through the Center for Mental Health
Services. Its primary objective is to help states demonstrate and promote more effective ways to organize,
coordinate, and deliver mental health services and supports for their increasing number of children and
families who need help from more than one service system.

National Center for Children in Poverty,
News and Issues Fall 2000, Vol. 10, No. 3

Florida, child poverty rate
(21.9%) similar to the
national rate (18.7%).

Kansas, child poverty rate
(12.9%) significantly lower
than the national rate.

New York, child poverty rate
(24.2%) significantly higher
than the national rate.

Child Poverty Rates

Note: Data for children
receiving SSI are from
December 2000.
Estimated cases requiring
review are based on SSA
estimates from August
1996 adjusted for the
number of children
nationwide who left rolls
since August, so no
longer require review.
Estimated disallowances
are based on SSA
estimates of national
numbers of children
losing benefits distributed
across states by the
distribution of reviews.

Urban Institute 1997, based on Social
Security Administration data

Social Security Administration Data

Children
receiving SSI

Estimated % of
cases requiring
review

% of children
in state

Estimated # of
cases to be
disallowed

Estimated # per
1,000 children
in state

Florida 64,561 1.67% 24.68% 8,359 2.25 51.3%

Kansas 5,989 1.21% 30.45% 1,193 1.63 75.7%

New York 65,831 1.72% 30.23% 11,448 2.32 58.4%

Termination
rates as of
8/2/97
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SECTION 4
DESCRIPTION OF FAMILIES
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DESCRIPTION OF FAMILIES

1 Two families had two children each included in the study.

Table 1 summarizes demographic information for the 40 families, and in-
cludes 42 children who originally enrolled in the study.1 The mean age of the
children at the time of their enrollment in the study was 12. These children began
receiving SSI benefits between the ages of two and 16, with the average age being
seven. The most common diagnosis was ADD or ADHD. Fifty-one percent of the
families reported their child’s ethnicity as Caucasian, with 23% being Hispanic,
17% African-American, 7% Biracial and 2% Native American.

Ninety-three percent of the primary caregivers participating in the study
were female. Primary caregivers ranged in age from 21 to 61. In the majority of
families (83%), the primary caregiver was the child’s biological mother, with 16%
being the biological father or maternal grandmother.

Thirty-five percent of the primary caregivers reported not completing high
school. Fifty-two percent of the primary caregivers reported completing the twelfth
grade, with 13% earning a four-year college degree. For the participants who contin-
ued through the final wave of the study (N=25), the majority of the primary caregivers
had completed high school, a few had not graduated or earned a GED. Others had
pursued education beyond high school, either in the form of college coursework or
trade school. Several had two-year college, business or trade degrees or certifications.
Only one had earned a four-year college degree. One mother was a certified nurses
aid, while another had earned her certification as a parent support specialist in men-
tal health.

The average SSI payment was $445 per month and covered a range includ-
ing a low of $128 to a high of $517. These benefits represented an average of 41%
of the families’ total household income, ranging from 15% to 100%. At the begin-
ning of the study, half of the 40 participating families were no longer receiving SSI
benefits, while the remaining families were either receiving benefits while appeal-
ing a denial, or had retained their benefits. This finding reflects the SSA estimates
that as of November 1997, 48% of the families of children who were subjected to
a re-determination continued their eligibility, while 52% were notified of an unfa-
vorable re-determination.

Across sites, most of the families were renting an apartment or house, with
five owning their own homes. Of those who were renting, a few were in HUD
subsidized or other publicly assisted housing, while others were living with rela-
tives. They had lived in their current residences for between 5 and 13 years.

Initial collective focus group demographics are provided in Table 2.

SSI percent of Families’ Income for
25 Respondents

SSI % of Income Number of Families

0%-25% 9

26%-50% 14

51%-75% 1

76%-100% 1
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9 Caucasian 12 Caucasian 6 Hispanic 21 Caucasian
3 Hispanic 1 Biracial 6 African American 9 Hispanic
1 African American 1 Native American 7 African American
2 Biracial 3 Biracial

1 Native American

M = 37 M = 40 M = 40 M = 39
R = 26 - 46 R = 31 - 55 R = 21 to 61 R = 21 - 61

12 Biological Mothers; 10 Biological Mothers 11 Biological Mothers 33 Biological Mothers
2 Biological Fathers; 2 Maternal Grandmother 1 Biological Father 3 Biological Fathers
1 Relative Custody 1 Maternal Grandmother 3 Maternal Grandmothers

1 Relative Custody

M = $390 M = $387 M = $514 M = $445
R = R = $128 - $484 R = $480 $517 R = $128 - $517

9 10 1 20

Table 1
SSI Family Interview Demographics
Demographic Florida (N = 15) Kansas (N = 12) New York (N = 13) Collective (N = 40)

Status of Appeal
at Wave 1

Age of Children
(Mean/Range)

Age Child Began
Receiving Benefits
(Mean/Range)

Gender of Children

Diagnosis
of Children

M = 12 M = 12 M = 14 M = 13
R = 7 to 18 R = 7 to 19 R = 6 to 18 R = 6 to 19

M = 6 M = 7 M = 6 M = 6
R = 2 to 11 R = 2 to 12 R = 4 to 11 R = 2 to 16

13 Male 10 Male; 3 Female 13 Male; 1 Female 36 Male; 6 Female
2 Female (2 children participating (2 children participating (2 children participating

from one family)  from one family) from each of two families)
Ethnicity of Children

10 ADD/ADHD 7 ADHD 6 ADD/ADHD 25 ADD/ADHD
Other Dx: Bipolar, 5 Learning Disability 3 Learning Disability 8 Learning Disability
Obsessive-Compulsive 2 Behavioral Disorder 3 Severe Emotional 5 Severe Emotional/
Disorder, Dysthmia, 2 Seizure Disorder Disorder Behavioral Disorder
Agoraphobia, Cerebral Other Dx: Obsessive Other Dx: Mild 2 Bipolar
Palsy, “Emotionally Disorder, Post Traumatic Retardation, Explosive 2 Seizure Disorder
Handicapped,” Stress Disorder, Birth Disorder 2 Explosive Disorder
Intermittent Explosive Defects, Bipolar, 2 Emotionally Handicapped/
Disorder “Emotional Problems,” Problems

“Possible Mental 2 Obsessive-Compulsive
Retardation” Disorder

Other Dx: Dysthmia,
Agoraphobia, Cerebral Palsy,
PTSD, Birth Defects, MR

Age of Primary
Caregiver
(Mean/Range)

Gender of Primary
Caregiver

13 Female 12 Female 12 Female 37 Female
2 Male 1 Male 3 Male

Relationship to Child

Educational Level of
Primary Caregiver
Achieved

5 High School 5 High School + 4 College Degree 5 College Degree
2 AA/years of College Vocational Training 4 High School 18 High School
1 College Degree 4 High School 2 11th Grade ( 4 + Vocational Training)
1 GED 2 8th Grade 2 9th Grade 2 AA Degree
1 11th Grade 1 11th Grade 1 8th Grade 1 GED
1 6th Grade 4 11th Grade
4 – Not Reported 2 9th Grade

3 8th Grade
1 6th Grade
4 – Not Reported

Number in Household
(Mean/Range)

M = 4 M = 4 M = 4 M = 4
R = 2 to 7  R = 2 to 6  R = 2 to 5  R = 2 to 7

SSI as % of Income
(Mean/Range)

M = 36% M = 27% M = 54% M = 39%
R = 17% to 100% R = 15% to 50% R = 37% to 75% R = 15% to 100%

Amount of SSI Received
(Mean/Range)

Number No Longer
Receiving Checks at
Wave 1 of study

11 Appealed 8 Appealed 4 Appealed 23 Appealed
9 Won Appeal 4 Won Appeal 2 Won Appeal 15 Won Appeal
2 Lost 1st Appeal 4 Lost 1st Appeal 1 Waiting 7 Lost 1st Appeal
4 Not Appealing 4 Not Appealing 1 Lost 1st Appeal 1 Waiting on Appeal

9 Not Appealing 17 Not Appealing

M = Mean R = Range

M = 37 M = 40 M = 40 M = 39
R = 26 to 46 R = 31 to 55 R = 21 to 61 R = 21 to 61

9 Caucasian 12 Caucasian 6 Hispanic 21 Caucasian
3 Hispanic 1 Biracial 6 African-American 9 Hispanic
2 Biracial 1 Native-American 7 African-American
1 African-American 3 Biracial

1 Native American

12 Biological Mothers 10 Biological Mothers 11 Biological Mothers 33 Biological Mothers
2 Biological Fathers 2 Maternal Grandmothers 1 Biological Father 3 Biological Fathers
1 Relative Custody 1 Maternal Grandmother 3 Maternal Grandmothers

1 Relative Custody

M = $390 M = $387 M = $514 M = $430
R = $200 to $500 R = $128 to $484 R = $480 to $517 R = $128 to $517

 9 10 1 20
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SSI Family Focus Group Demographics
Demographic Florida (N = 8) Kansas (N = 9) New York (N = 5) Collective (N = 22)
Age of Children
(Mean/Range)

Gender of Children

Diagnosis
of Children

M = 12 M = 12 M = 11 M = 12
R = 6 to 17 R = 7 to 18 R = 9 to 12 R = 6 to 18

4 Male 8 Male 3 Male 15 Male
4 Female 2 Female 2 Female 8 Female (2 children in one

family in Kansas

Ethnicity of Children

Age of Primary
Caregiver
(Mean/Range)

Gender of Primary
Caregiver

Relationship to Child

Educational Level of
Primary Caregiver
Achieved

Number No Longer
Receiving Checks at
Wave 1 of study

Number Employed

1 College Degree 1 AA/years of College 4 High School 1 College Degree
1 AA/years of College 5 High School + 1 6th Grade 2 AA/Years of college
4 High School Vocational Training 5 High School +
1 GED 2 High School Vocational training
1 11th Grade 1 11th Grade 10 High School

1 GED
2 11th Grade
1 6th Grade

Status of Appeal
at Wave 1

5 African-American 9 Caucasian 2 Hispanic 11 Caucasian
2 Caucasian 1 Biracial 2 African-American 7 African-American
1 Hispanic 1 West Indies 3 Hispanic

1 West Indies

ADHD 9 ADHD Schizophrenia ADD/ADHD
Learning Disability Learning Disabled Conduct Disorder Learning Disability
Severe Emotional/ Behavioral Disorder Depressive Disorder Severe Emotional/
Behavioral Disorder Seizure Disorder Learning Disability Behavioral Disorder
Seizure Disorder Bipolar Severe Emotional Disorder Conduct Disorder
Mild Narcolepsy Speech Impairment Seizure Disorder
Past Sexual Abuse Speech Impairment
Past Physical Abuse Mild Narcolepsy

Past Sexual Abuse
Past Physical Abuse
Depressive Disorder

M = 45 M = 40 M = 37 M = 41
R = 31 to 64 R = 31 to 55 R = 29 to 49 R = 29 to 64

8 Female 9 Female 5 Female 22 Female
0 Male 0 Male 0 Male 0 Male

5 Biological Mothers 8 Biological Mothers 5 Biological Mothers 18 Biological Mothers
2 Maternal Grandmothers 1 Maternal Grandmother 3 Maternal Grandmothers
1 Adoptive Mother 1 Adoptive Mother

3 3 3 9

6 9 1 16

8 Appealed 8 Appealed 4 Appealed 20 Appealed
2 Won Appeal 4 Won Appeal 1 Won Appeal 7 Won Appeal
6 Lost 1st Appeal 4 Lost 1st Appeal 3 Lost 1st Appeal 13 Lost 1st Appeal

1 Not Appealing 1 Not Appealing 2 Not Appealing

Table 2
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SECTION 5
KEY FINDINGS
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 This section provides a summary of the key findings of the SSI Family Im-
pact Study along with supporting data and perceptions provided by the families
who participated in the interviews. Key findings are presented in six major areas:

• Findings Regarding Who the Children and Families Are

• Findings Regarding the Importance of the SSI Financial Benefit

• Findings Regarding the Impact on Families of the SSI Changes and Process

• Findings Related to Medicaid and Health Care Coverage

• Findings Regarding Coping Mechanisms of Families

• Findings About the SSI Process

At the time of the initial interview and throughout the two-year study period, all
families were in various stages of the process for the legislated SSI review of benefits. As
noted earlier, all had received a letter from the SSA sometime in the spring or summer of
1997 notifying them that their child’s eligibility for benefits was being reviewed. Based on
that review, many families were denied benefits for their children and chose to appeal.
These families were in various stages of appealing, with a few already receiving notifica-
tion that their child’s benefits would continue.

Findings Regarding Who the
Children and Families Are

KEY FINDINGS

FINDING 1: These were children with severe emotional and behavioral disorders and the
change in eligibility and loss of SSI did not change their need for services.

The SSI eligibility criteria were changed because of allegations that the system’s
use of the Individual Functional Analysis (IFA) allowed children to “fake” disabili-
ties—especially emotional and behavioral problems in order to qualify for SSI benefits.
However, this study found no evidence to support allegations of this abuse.

“I’ve called the police on him 3 times for throwing things at me. He
doesn’t have a bedroom door anymore. It came flying out in one of his
little rages. He broke his closet doors, if you’d like to see that room? He
had one of his fits this morning. I called the police on him for his rages
because he throws things at me, he cusses at me, you name it.”

 These were children with serious disorders; most dually diagnosed with atten-
tion deficit hyperactivity disorder (ADHD) and with another diagnosis based on the
Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition (DSM-IV), with
62% of these children receiving an ADHD diagnosis. It was most prominent in Kan-
sas, where 83% of the children were reportedly diagnosed with ADHD or dually
diagnosed with another diagnosis. Those children with ADHD were described as hav-
ing behavioral problems that affect life at home and at school that noticeably limit their
interpersonal skills. Other parents reported that their children had a severe behavioral
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or emotional disorder. Unable to identify a specific diagnosis, one mother described
her child as “emotionally handicapped,” while another described her son as having
undetermined “fits of rage and blackouts” stemming from a childhood rape.

Children were also reportedly suffering stress related to neglect and abuse.
Parents reported that their children were angry, depressed, or had trouble sleeping.
They also experienced side effects from their psychotropic medications, and exhib-
ited difficulty learning and functional limitations. One mother described how her
nine-year-old child was unable to dress himself. Another boy had frequent blackouts
and nightmares after being sexually molested at age six. In some cases, emotional
and behavioral problems escalated during the course of the study. Several children in
each site were dually or multiply diagnosed. In addition to ADHD, they were re-
portedly diagnosed with learning disabilities, speech problems, intermittent explo-
sive disorder, oppositional defiant disorder, post traumatic stress disorder (PTSD),
and/or bipolar disorder. Two parents reported that their children were depressed to
the point of suicidal ideation, while two had seizure disorders. Others had been
diagnosed with obsessive-compulsive disorder (OCD), while one was multiply diag-
nosed with bipolar, intermittent explosive disorder, dyslexia, dysthymia, and suicidal
ideation. Another had been misdiagnosed as mentally retarded. One child had re-
portedly been deprived of oxygen at birth.

 “When he’s on medication, he pretty much slacks, he’ll pretty much be
more cautious. But when he’s not on meds, you could see him slowly
drifting into where he doesn’t care. He’s very, very hyperactive. He’s too
moody. He doesn’t care about his life. He says when it’s my time to go,
he’ll go. That’s the way he feels.”

“We put him back on Ritalin and it didn’t work really. So out of
control, even in school the teacher said ‘no, this ain’t working.’ And,
I knew it wasn’t working, just answering back and cursing and had
the last word all the time. So we switched him back to Resperdol
that he was on before and it got better. Not completely better. We’re
still working on a lot of temper tantrums and all that stuff. But that
was the only change that we tried but it wasn’t a good change.”

In addition to dealing with emotional and behavioral problems, many of the chil-
dren in this study suffered physical disorders, diseases and conditions, both acute and
chronic. Several children were dealing with major health issues, such as cystic fibrosis,
seizure disorders, heart conditions, cerebral palsy, and tuberculosis. Children also report-
edly suffered from asthma, chronic stomach problems, migraines, allergies, and infections.

“He has been in the hospital (since last interview). Since he has been out of
the hospital, he has been to the emergency room twice, because we are trying
to get the medicine adjusted to him. But on the whole, when the medicine is
working he is doing very well.”

Parents were not always clear about their children’s diagnosis, with a few being unable
to specify the diagnosis for which their child was receiving SSI benefits. One mother re-
ported that the SSA listed her son as receiving benefits for ADHD, when he actually quali-
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fied because of Tourette Syndrome. Others recalled terms such as “secondary disability”
“language disorder,” and “anger disbursement” as being applied to their children.

“He has a lot of problems. He’s ADHD Bipolar and that’s why he’s on
SSI in the first place. Because he’s on medication and needs to see a
psychiatrist, he has been since age 5. He said it would change by the age
of 12 but it hasn’t.”

Reports of the children’s behavior fluctuated beginning in the third wave of inter-
views. Some were showing improvement, while most were worsening or continuing in
old behaviors at home and in school. While some children were improving with medica-
tion and other services or programs, others were dropping out of school and relationships
with parents and schools were becoming strained.

“He wanted to kill himself and kill other people and try to jump out of
pickups…he was like in the 2nd grade and that’s when I was really having
trouble with him.”

 “He’s still got some behavior. He’s really no more different than any nine-
year-old boy. He’s rambunctious. He’s way over powered. If he don’t take
his medication I guarantee you I can’t be around him. He’s improved so
much. He does bowling now.”

“I characterize his behavior as moody, angry, very angry boy. He does things
before thinking. So he is more apt to, let’s say, go in front of you without
looking to see if anybody is coming.”

“His behavior has deteriorated. His academic skills went straight
down the tube. Whatever he did know he has lost. Basically he was
a 14-year-old as far as birth age, but he was functioning as a 10-
year-old. Now he is 16 years old functioning on a 9.”

 “And my child was in therapy since the age of four. So, he went to regular
education after third grade and then he started acting out, got very with-
drawn and depressed, and the school requested that the committee on special
ed. evaluate him. So, automatically, they labeled my son as severely emotion-
ally disturbed. I had to take him to a number of evaluations and I recall also
that in one session my son talked about suicide. Attempted suicide. He was
seven. He attempted suicide, so he automatically got labeled and diagnosed
with his depression disorder.”

“He’s been in the special ed. ever since he was in the second grade. Since
junior high he was in regular PE and maybe another class. Maybe two
classes during the whole day were outside of [special ed] class. Pretty much
most of the rest of the time he was in special ed.”

At the beginning of the study, more than half of the children in all three sites were
enrolled in some kind of special classes, including special education, alternative school, or
classes for children with serious emotional disturbance (SED) or learning disability/be-

FINDING 2: Most of the children experiencing the review were enrolled in special
education classes.
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havioral disorders. Others were being home schooled or were receiving extra help with
reading and math to keep up in regular classes. Throughout the course of the study,
parents frequently reported that their children were struggling academically and/or be-
haviorally, with some being held back a year and others expelled or otherwise removed
from school after repeated problems.

“He keeps getting suspended. I think the school is going to go ahead and send
him to an alternative school. He’s in the ninth grade. He’s only been ten days
out of the whole year, maybe 15 at the max. He keeps getting himself in
trouble. Then, he won’t go to school. And, when I force him to go to school
he keeps getting in trouble. He’s in the SED program. They’re supposed to be
able to handle this situation but I don’t know why they can’t, because that is
a special setting, then they want to send him to a different special setting.”

There were few changes during the course of the study in the children’s special educa-
tion status or enrollment in school, which further supports the severity of these children’s
needs. In a few instances, children were moved from regular classes to special education,
with placements in SED classes or other structured programs. It was rare for children to
demonstrate a reduced need for special education. However, one child in Kansas transitioned
from alternative school to public school with an IEP and para-professional support.

 “No more special school. We did a blind leap of faith and put him in [regu-
lar school] with support. And he’s in a couple regular classrooms and he’s in
special education. He’s in special education with regular para support in
there. In the first 12 weeks he’s made As on his spelling tests. And I haven’t
even had to go to school once for him.”

“A Size 7 Agency is a therapeutic program, which basically teaches them
about behavior modification, conflict resolution; they monitor the medi-
cation making sure it’s taken when it’s supposed to be taken. In the mean-
time they have given him a person for home instruction and it’s the best
thing that ever happened to him.”

“I never wanted him in special ed. ‘cause really the work is too easy, but mental
stability is better for him, like he can think better and clearly in a class of 15
children than in one of 32 children.”

FINDING 3: Children showed behavior that was highly variable but a new diagnosis was rarely given.

The longitudinal nature of the study allowed snapshots in time that reflected
how variable the children’s behavior could be from one month to the next. Despite
these variations, only a few children received new diagnoses throughout the course
of the study. One child had undergone a full diagnostic evaluation and received a
new diagnosis, including ADHD, Pervasive Developmental Disorder, and an uni-
dentified psychotic disorder. Two children experienced a change in diagnosis from
ADHD to SED and Oppositional Defiant Disorder, respectively. Another child be-
gan struggling with depression, while yet another was undergoing reevaluation.
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“First they (schools) were complaining because he was sleeping all day
and then they were complaining when I took him off the medications
because he was too hyper, or ticking or whatever. Then we had trans-
ferred to a school and she didn’t know that he wasn’t on any medica-
tion and he was making student of the month.”

“And then they diagnosed him with an anger disorder now. And it
has something to do with the ADD and ADHD. It interferes with a
lot of things that he does. He seems to get in trouble. And then the
anger disorder right on top of it.”

“They haven’t really diagnosed him, they’re saying he has Attention Deficit
Disorder, but he doesn’t have the hyperactivity. Now they are saying his
energy is focused one way then it’s focused another. They really don’t have
a diagnosis for him.”

FINDING 4: These were families in which not just the one child, but adults and siblings had
major health or mental health problems.

During the course of the study, primary caregivers clarified their health sta-
tus and that of their immediate and extended family. Primary caregivers had been
diagnosed with diabetes, emphysema, kidney stones, arthritis, asthma, and cata-
racts. Some caregivers were suffering from emotional stress, while other members
of their families also suffered from physical and mental/emotional problems. Sev-
eral parents reported that siblings of the focal child had physical disabilities or had
been diagnosed with ADHD or other emotional/behavioral problems. In Kansas,
one mother had survived cervical cancer, while another was going through a high-
risk pregnancy with twins.

Throughout the course of the study, these families continued to experience
the loss of loved ones and both acute and chronic illnesses, ranging from fibromyalgia
to heart disease. In the face of these disabilities, primary caregivers reported strug-
gling to keep their disability benefits and to obtain equipment and services for
other family members. One primary caregiver lost her disability benefits after an
evaluation and another was refused a wheelchair for her husband. They also struggled
to obtain medication, dental care, and medically necessary surgeries.

While SSA benefits for adult family members were not as prevalent among
families in Florida and New York as they were in Kansas, three primary caregivers in
Florida described themselves as physically disabled. One was on SSI as an insulin
dependent diabetic, while being simultaneously enrolled in a methadone program.
Others suffered migraines, eye problems, immune system disorders, and rheuma-
toid arthritis. Siblings and fathers were also receiving disability benefits and extended
family members suffered health problems, including severe arthritis, a heart condi-
tion, alcoholism, diabetes, ulcers, kidney failure, high blood pressure, and glaucoma.
Emotional problems, including stress and depression were also reported.
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“They [a shelter for women] showed a film that night and they talked
about different types of abuse and the effects that it has on people and I
came out of there just overwhelmed because there’s not one type of abuse on
that file that hasn’t been at least once in my life. I came out of there feelin’,
well, self-destructive.”

“We are all at different stages of depression, but we all seem to be able to
help each other through it.”

In the initial interview most families in New York did not report any health-related
problems, either physical or emotional. In later interviews, a few reported a variety of
physical ailments, both major and minor, including high blood pressure, diabetes, obe-
sity, high cholesterol, migraines, and depression. In two families, the primary caregiver or
other family member had HIV/AIDS.

“My husband needs to take a medication in the morning and another one at
night. You see, his heart is really big. He has an operation where he has a
machine and he can die at any minute.”

“She’s a diabetic. Her doctor wants her to go ahead and retire. She’s getting
ready to go on disability. She’s 42.”

“I’ve gotten worse. My back has gotten worse. My leg has gotten worse. They’ve
changed my medications because I suffered a severe anxiety attack. I‘ve had a
couple of them. It’s affected my right arm, the one I broke 5 years ago in an
accident, and it never bothered me before. The arthritis has gotten worse,
and they said that I have joint disease.”

“I have emphysema. I go to the clinic and they have a compressor there. So
see, that is why I am getting worse, a lot of times I just lose my voice and I
don’t know why.”

Families in Kansas
distinguish themselves
from those in the other
two sites, with someone in
every family other than the
focal child receiving death
or disability benefits from
the SSA. In some cases,
children were receiving a
portion of their father’s
physical disability benefits.
Three families were
receiving SSI death
benefits, after the child’s
father passed away. Five
out of 12 primary
caregivers were receiving
SSI benefits for a physical
disability that prevented
them from working full
time. Several siblings were
also receiving benefits for
physical, emotional, and
mental disabilities.

Family #1: Receiving SSI death benefits

Family #2: Grandmother receiving SSI benefits for physical disability

Family #3: Grandmother receiving SSI benefits for physical disability; biological sister receiving SSI
benefits for emotional disability

Family #4: Ex-husband of PCG receiving SSI disability benefits – son receives payment

Family #5: Family receiving SSI death benefits after husband/father dies

Family #6: Second child receiving SSI benefits for emotional disability

Family #7: Mother receiving SSI benefits for physical disability (high blood pressure)

Family #8: Father and family receiving SSI benefits for physical disability. Father dies and family
receives SSI death benefits.

Family #9: Mother, father and two sisters receiving SSI disability benefits. The sisters for physical
disabilities (Cystic fibrosis)

Family #10: Younger son receiving benefits for mental retardation. Ex-husband receiving SSI benefits
for physical disability – sons receive a portion of this each month.

Family #11: Mother (rheumatoid arthritis) and sister receive SSI benefits for physical disability

Family #12: Mother receives SSI benefits for physical disability (rheumatoid arthritis.)

Kansas Families – Receipt of SSI Other Than by Focal Child
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FINDING 5: Most families were single parent homes, where the
primary caregiver was the child’s biological mother.

During the SSI review and appeal, families experienced a variety of events that put
stress on the home and drained the energies of primary caregivers. Parents were struggling
to cope with their children’s behavioral problems, which were manifested by acting out
in school and at home, sometimes aggressively. In some cases, siblings were suffering
with emotional and behavioral problems and/or going through the SSI review and ap-
peal themselves. Primary caregivers and other family members were dealing with medical
or emotional problems of their own, with several parents being worried about losing their
own disability benefits and squeezing the family budget even further.

“I had to use my retirement money 401K to get a bankruptcy. My husband
was in jail for 6 months…with the child support he just got out last Mon-
day, after 6 months.”

Mothers and fathers lost their jobs during this time and suffered from depression,
poor health, or other disorders. Husbands and boyfriends were being injured on the job
or fired. Unemployment benefits were running out with no other financial resources
available. Changes in employment also brought the temporary loss of medical benefits
or uncertainty about coverage in some families. Parents on welfare were facing the loss of
those benefits due to welfare reform legislation.

Family members struggled in their interpersonal relationships, with mothers suf-
fering domestic abuse or unstable relationships with significant others. Other families
experienced random events, such as the primary caregiver being arrested in a case of
mistaken identity and a boyfriend being attacked and requiring hospitalization. Families
were also struggling financially and living in unsafe neighborhoods. A few were dealing
with the stress of recent deaths. Immediate and extended family suffered a variety of
chronic and acute health problems. During the course of the study, one family lost their

Over 90 percent of the primary caregivers participating in the study were female,
ranging in age from 21 to 61, with over 60 percent single parents. The majority of these
primary caregivers were the child’s biological mother.1 In a few instances, the primary
caregiver was a biological grandmother, while in two cases it was the biological father.
Live-in boyfriends and fiancés were also living in some family homes, with the specific
composition changing over the course of the study. Siblings, extended family members,
and the parents’ significant others were often moving in or out.

“It (loss of SSI) really doesn’t have an impact on the kids, but it has an impact
on me because I’m the one doing all the running around...But it’s hard on only
one parent, taking care of all these things that need to be met.”

FINDING 6: These were families experiencing consistently high stress with co-occurring
negative events and challenging existing circumstances.

1 The SSA’s Children Receiving SSI December 2000 report presents similar data: Over three-fifths of the
children receiving SSI (62%) were living in one parent households; and, of the 62%, nearly all (95%)
lived with their mother.
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father suddenly to a brain aneurysm. One family lost a grandfather due to poor medical
care, while another lost a grandmother to a heart attack.

“Well, we thought he had a heart attack and then he’d been in and out of the
hospital after that for about three months and now he can’t drive anymore and
he was to wear a catheter and he’s got Parkinson’s Disease.”

During the study, three families were dealing with child molestation by a neighbor.
One of these families was also dealing with felony criminal charges against an older
brother caught in a sexual act with a younger brother. Another mother was forced to give
her newborn twins up for adoption and lost another child to foster care after failing to
provide a stable living situation.

“He pushed me and one of my arms was half black and I took him out with
the police. My daughter was in Puerto Rico and she got back the other day. It
is just my kids and I. I don’t want to know anything else about him. My
children come first.”

Support systems were often in flux, resulting in broken relationships with friends
and family and subsequent isolation on the part of these parents and their children. In
one case, a mother’s best friend became seriously ill and nearly died from an illness affect-
ing her brain. In another family, the sons received a “goodbye letter” from their biological
father, who decided to break all ties with them.

“He’s [dad] going through depression and he’s been physically hurt and the
medications he’s on are making him very moody. Well, he says he can’t deal with
any stress. The kids stress him too much. Any little things stress him and he’s gone
out drinking. And he’s gone all the time and I just told him, ‘That’s it. You
know. Either you move out or you can get some help.’ And he didn’t want to
move out so I tried to physically remove him.”

Families reported having other legal problems, including abuse/neglect cases, bank-
ruptcy, child support cases, and divorce. In one case, a child’s parent was in jail. In addi-
tion, family members suffered car accidents, dealt with teen pregnancies, alcoholism, and
struggled with transportation. Children were also periodically dropping out of school or
experiencing difficulties due to their behavior and/or academic performance.

“God I hate it, when I had my heart surgery, and on Christmas day I started
having chest pains and they had to rush me by ambulance back up there.
Thank God my son is a paramedic. The only way I could come home is if I
had someone living with me. The kids’ mom stayed with us for four months
and we actually made it! They say now that I might have cancer and my son
calls me all the time.”

“She’s drinking a lot more than she used to. That’s a stress on me I tell you.
She can come unglued at anytime. She might have to start counseling
because she started drinking at work and they’re going to come down on
her. They’re going to make her get help.”

 “Yes, she is terminally ill. She has AIDS, already for 11 years. And right
now her health, she is in a wheelchair now…I actually just came from the
hospital, after I went to the clinic, and then I took her back home and came
here to meet you. She is really here by the grace of God.”
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Findings Regarding the Importance
of the SSI Financial Benefit

2 According to the SSA Children Receiving SSI December 2000 report, for 39% of the children in a one-
parent household, that parent had no reported income (other than SSI payment) and 30% of the children
were in homes with under $200 monthly income.

 Families reported that the SSI cash benefit represented a low of 15 percent to a
high of 100 percent of the families’ total income.2 Families also reported variability in
amount of the SSI check they would receive from month to month depending on their
reported income.

Lets see, normally we get $400 bucks…so around 40% of the income
was SSI. I mean that’s a big piece of your income. Not knowing if it’s
going to be 20% or 40%.”

FINDING 9: Families typically used the SSI cash benefits as part of the household income,
to meet basic needs, pay bills, and cover expenses.

Parents expressed fears concerning how they would cope financially without the
benefits, often resulting in feelings of frustration and depression. Families reported that
SSI checks were generally incorporated into the overall household budget. The money
helped to pay a portion of the rent and utilities. Some reported they were in jeopardy of
losing their home. The loss of the cash benefit had a significant impact on their ability to
afford essentials such as clothes and shoes for their children, a particularly large expense in
families where the child was growing rapidly. Parents reported that there was less food or
that the quality of food they were able to buy had worsened. The cash benefit also  helped
pay for transportation, medication, and childcare.

“We use it to stay afloat, mainly to pay bills. Still trying to pay off debts…his
trip for car racing this summer and then if anything else…like car trans-
portation problems…or medical bills that end up on your credit card, or
prescriptions, things like that. We’re trying mainly to stay out of debt. I do
spend money on the kids, mainly it’s just a little bit of this and that. When
they need clothes. Mainly the usual stuff. We didn’t buy a new boat or
anything like that.”

“We lost our van, because we were using the kid’s stuff to pay for the van..
To drive them around. Well, anyway we lost that.”

The SSI money helped to stretch the family budget, which allowed parents to
allocate some of the funds for the children’s recreational activities and entertainment.
Since the majority of these children were diagnosed as having ADHD, parents felt it
was necessary to keep the children busy and involved in activities. The SSI money

FINDING 8: SSI cash benefit represented an average of 41% of the families’ total income.
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allowed children to engage in activities with their peers, including school outings
and events, movies, and swimming at the public pool in the summer. It was also used
to purchase uniforms and equipment, so that the children could participate in sports
at school, and paid for educational materials, including books, computer programs,
and tutors. Family activities also became more limited, with parents less able to take
care of themselves or enjoy recreation that would relieve their stress. In one instance,
a family used the money to make home repairs after their son acted out aggressively
and broke or damaged the structure or belongings.

Parents were not allowed to save the money or put anything away for a “rainy
day,” or save for their child’s educational future, as that was counted against the
child’s monthly benefit.

There was also less time to spend with children as parents worked additional
hours or spent time handling the review process, and a persistent fear of the loss of
Medicaid. In some cases, the added stress resulted in increased fighting among fam-
ily members. Family quality of life was also negatively impacted, with parents com-
menting that they were unable to pursue avenues to improve their lifestyle or plan
for the future. One family experienced financial catastrophe, leading to eviction and
filing for bankruptcy.

The few families who won their appeal or successfully reapplied for benefits re-
ceived large sums of money for unpaid benefits, which they referred to as “back pay.” This
money was used to buy furniture for their child’s room, purchase VCRs, recreational
camping equipment, and for older children, items that he or she would need to live
independently. Near the end of the study, one child in Kansas was living independently
and relying on his SSI benefits to pay for his living expenses.

“Now if they go way back to June [in back pay], I want him to get like dishes,
pots and pans and silverware. You know, things he’s gonna need for when he
gets out on his own. ‘Cause’ we got the shop to store stuff in until he graduates
and moves. And he just does not seem to think that way.”

“I used it for rent and utilities and groceries…because we don’t get food
stamps. We’re not on welfare.”

In all Kansas families the impact on children was reported to include a de-
creased ability to afford recreation and other kinds of activities. Families that were not
receiving SSI cash benefits for the focal child throughout most or all of the study and
were not receiving those benefits at the end of the study reported being unable to
afford clothes for school and Christmas presents. Others were unable to afford therapy
or other needed services.
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FINDING 7: SSI was important as a stable source of income.

Despite the potential variability in amount from month to month, for all the fami-
lies, the SSI cash benefit had been a stable source of income. The primary caregiver’s
employment status and the status of those making financial contributions to the house-
hold varied throughout the course of the study. In the initial interviews several primary
caregivers were working part-time, with a few working full time. Only one primary caregiver
was working full time in Kansas. Four mothers in Kansas were unemployed and receiving
disability benefits, while another was unemployed while not on disability. In Florida,
those families with employment income were relying on the husband, grandfather or
male significant other as the source of that income. Most families in New York had some
employment income at the time of the initial interview.

“He was drawing $130 from his dad [disability] and then he got his SSI.
I know it was supposed to be 4 [hundred] something he was supposed to be
getting.”

Depending on the employment status of the parents and other adults contribut-
ing to the household, the portion of the expenses covered by these sources varied through-
out the course of the study. Several families were living on income from a combination
of sources, including employment, disability or death benefits, their child’s SSI, child
support and public assistance, with two receiving food stamps. Two primary caregivers
in Florida were relying on employment income from a teenage child. In New York, one
mother was receiving disability benefits for both her and her child, along with public
assistance and child support. A few were receiving financial help from extended family.
It should be noted that for many of these families full-time employment was not a
viable option because of the demands of caring for their children with special needs.

“Since my other son is on welfare, so he get food stamps. So, I take the food
stamps that my son get and I put it, you know what I’m saying.”

“Right now my son is working, he works as a security guard…right now
I’m receiving welfare for myself.”

Only four families had the benefit of being dual income households, where the
father or grandfather was working full time. In three of the two-parent households, the
father was unemployed and receiving disability benefits, with one being unemployed
without benefits.

“They said that I’m allowed to make up to a certain amount in the house-
hold [without decreasing the death benefits].”

In a few cases, primary caregivers became unemployed during the course of
the study, due to a physical disability or the loss of a job. One primary caregiver in
Kansas lost her full time employment when her employer went out of business.
The income was replaced temporarily by unemployment benefits and then by an
income tax refund of $3,000, which covered the family until the mother could
find a new job. In another family, the father landed a better job with increased pay.
Income levels were also periodically increased or decreased based on the status of a
mother’s relationship with her husband or live-in boyfriend.
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“I don’t know where he is now. I haven’t seen him in…I guess he doesn’t have
a job. If he don’t have a job, they can’t get a check. He can’t get a check for him
[their son].”

“Today was my last day where I’m working at Betten Fields.
I’ve been at Betten Fields for almost 9 months. They went out of
business today.”

“I’m working now 33 hours [a week]. I probably changed clients since
the last time we talked.”

“I’m working. I think I got a pretty good job. I’ve been with this com-
pany for about two weeks. I’m there through a temp agency, but I think
they might keep me, I hope. I only make $8.00 an hour, so I bring in
$320. That’s why they kicked me out, because my income’s so great.”

Findings Regarding the Impact
on Families of the SSI Changes
and Process

FINDING 10: Although the worst fears of child and family advocates—that children would
be placed outside their homes—was realized for only one of these families, there was an
increase in turbulence and crises leading to negative outcomes and changes in the
families’ quality of life.

“Basically I have a choice: I either keep my transplanted son alive and
buy his medicines. And without them he dies. Or I buy the medicine
for my son who needs it so that he doesn’t destroy my house and my
family. You get torn between who gets what. And that’s why I said the
medical is astronomical to us. That’s where it can either make you or
break you.”

“I had a certificate to try and find a house. Being able to pay our
motel stay was coming to an end. I knew that I had to provide for
the kids, and I asked some people, down here to take care of them. I
still had the youngest child with me, thinking that I could find a
friend that I could stay with, just with one child and not four. One
of the ladies that was watching [my daughter] thought that it was
completely inappropriate and called [Human Services], and said
that I had basically abandoned them. The court agreed with
that…and my kids went to foster care.”
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For John and his family, the loss of the SSI cash benefit resulted in
the loss of overall household income. When John lost his SSI, he
no longer saw his psychiatrist (although he actually remained
eligible, the family was told he no longer qualified), his mother
returned to work and his father increased his hours at work, thus
reducing the time they could spend with John. The family reported
that this led to increased stress for the whole family. John’s
behavior worsened—in one incident, punching holes in the walls of
the family’s rented home and beating up his brother, breaking his
arm. John’s father explained that he then had to decide what to pay
for with his limited “pot of money”—repairing the damaged
property, getting John’s brother medical attention, getting John’s
medication to help control his behavior (which ceased after he
stopped seeing the psychiatrist), or paying the rent. He felt there
really was no choice but to pay for John’s brother’s broken arm.
The family lost their home and they had to move. As a result, the
family reports they lost the support of their neighbors and family
that lived near by. They also lost their established formal support
system, one being the children’s doctors. And, there was an
increase of stress on the entire family as a result of the move.

When talking about the impact of the loss of SSI on her daughter and the rest of
the family, one parent was fairly direct about the fact that not having extra money really
did shake the already fragile stability that her family had previously.

“The obvious things are that we did become homeless and our family tore
apart…I think it’s all pretty well connected.”

Changes in the SSI benefit policy affected multiple dimensions of the families’ lives
that went beyond the obvious financial ramifications, creating a cascade effect which re-
sulted in negative changes in the families’ quality of life.
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FINDING 11: Most families experienced increased levels of stress from the changes in SSI
eligibility and the review process.

Families suffered constant stress from the loss of benefits or from having to wait for
the outcome of their appeals. Loss of benefits was a contributing factor in other prob-
lems, including the loss of one child to foster care, concerns about siblings losing SSI, loss
of Medicaid and escalations in behavioral problems.

“It’s an emotional strain that they put you through. You sit there and you
wonder, all right, what is the best thing for him. Of course I couldn’t take
him off the medication, for heaven’s sake. And you sit there and, I’ll tell you,
you get to the point that you want to give up.”

In coping with the loss of benefits, a few families sought to obtain welfare benefits
for their children. Others were taking steps to replace lost income through budgeting or
obtaining employment. Those who obtained employment reported that they had less
time to spend with their children. One mother believed her children were at greater risk
for health problems because she had returned to work. She was no longer home to ensure
that they received their medication for cystic fibrosis. In another family, a sibling quit
school to go to work and help support the family. Other families were forced to face
untenable choices, such as borrowing money from or living with extended family.

“Sometimes I sit back and look at the bills that can’t be paid and won-
der when they’re going to come and take the car.”

“I pay half the bills. Let’s say that I get a bill for $50, I pay half of it. In
summer, because of the heat, electric bills were up to $180. In December,
I couldn’t pay and they interrupted the electricity supply. It lasted for 24
hours, until I could borrow money and pay. If I pay bills in their entirety,
I cannot buy food.”

Near the end of the study, families continued to worry about the status of their
benefits and the potential financial impact. This constant worry caused a great deal of
stress and emotional strain. Those families that had lost benefits restructured their fi-
nances, tightened their budgets, and some considered divorce to become eligible for
TANF (AFDC).3 Children became impatient and angry at being denied activities, ma-
terial goods, and time with their parents. Although discouraged, families were taking
necessary action to cope with their circumstances. In general, finances were tighter and
parents had to be creative to meet the needs of the family.

“And, wondering what all bills we can get paid. It’s puttin’ us in a real bind.
It really has. And a $5,000 funeral expense on top of all that [for father-in-
law], …and the groceries bein’ as high, we get no AFDC and we get no food
stamps, everything is bought with cash. So yeah, it puts us in a bind.”

3 TANF (Temporary Assistance for Needy Families) is the federal government’s primary welfare program
replacing Aid to Families with Dependent Children (AFDC) with the Welfare Reform legislation in
August 1996.
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“SSI’s just kind of a back up I feel that needs to be there for him. I hope. I
hope I don’t get another letter in the mail or something. There’s always that
in the back of my mind that someday they’ll probably cut him off. But as
long as he could keep the medical card, I would be happy.”

“It hurt. They don’t allow you to go out and get a second job because if you do
then you lose all benefits. I need the extra income to make a living. But I need
his medical. If I don’t have that then I can’t afford a psychiatrist and medica-
tions on my own. Even getting him on mine it would be more for me to pay
medical and everything else.”

 “Well, I’m trying to do the things the same way as before, as I am able
to. I am trying to stretch the money to last the entire month. You have to
pay rent with the money from Welfare because if you don’t have to pay
rent and you take money out, they give you less money.”

FINDING 12: Continuity of mental health care was disrupted for many families, especially
those without formal supports.

“He lost Medicaid, too. Now he cannot continue with his treatment and his
medication. I had to interrupt all services that he received because he lost his
Medicaid. He can’t get his medications and he can’t get therapy. He is not
doing well as a result of not getting his medications.”

Many families experienced an impact on their ability to access services. Florida
families experienced the greatest impact on service access, with 8 in 15 reporting that
services for their children were discontinued or no longer an option. These included visits
to therapists, doctors, medication, and special school programs. In contrast, only two
Kansas and two New York families experienced a disruption or discontinuation of thera-
peutic or other mental health services, with three being temporarily without a medical
card. One mother in Kansas commented that the loss of benefits left her without support
and validation to convince the school that her child was disabled.

“I would never have moved if I knew they were going to cut me off or
considered him not disabled because I cannot afford therapy for him.
Besides that, I can’t get Medicaid, because I make too much on my job.
So when they cut me off, I no longer get the Medicaid for him to get the
therapy.”

“I have to be, you know, get real skimpy with his medicine. We’re trying
to stretch it out.”

FINDING 13: Families experienced a loss of ability to provide “normalizing” supports.

The loss of benefits typically impacted children’s recreational opportunities, in-
cluding their ability to participate in various activities, including sports and school out-
ings. Parents were also less able to provide for their children in terms of clothing, school
supplies, and quality food. Children received less during the holidays, with parents
feeling that their children deserved more than they could afford to give.
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“Well it (the SSI cash benefit) improved the kids’ standard of living. I was
able to buy her some clothes and put ‘em through school, get the school sup-
plies they needed, where before they didn’t have the clothes that they needed
and we couldn’t half the time get their school supplies. We just didn’t have
the money.”

“I know his attitude has gotten worse. There isn’t any money so yeah, you
could say there is an impact on them money-wise, cause they want to do
things and I am just barely keeping my head above water. There is no money
for them to do anything with. I mean I doubt whether or not seriously they
will even have a Christmas.”

Despite the financial impact on the families as a whole, parents often sheltered
their children from the process, keeping them from recognizing a direct impact. How-
ever, a few children were aware of the change and had difficulty understanding why
they could no longer do certain things, becoming stressed, depressed, or angry. The
impact of the SSI changes on the families’ quality of life cannot be overstated.

“He worries about money. He don’t know what amount of money he wor-
ries about, he just worries about money. I tell him ‘You don’t have to worry
about money, let Mommy worry about it.’ But he always worries about it.”

 “He [doesn’t have] real understanding about stuff like that, but you know
it hurts like hell because he knows I wasn’t able to enroll him in as many
summer activities as I did before with our recreational center. They both
caught me crying several times because I’m trying to get caught up and we
don’t have no money for some of our bills so therefore there can’t be no 4th

of July. They’re very understanding, but I know that it hurts them because
last year they was able to get fireworks and stuff. This year I don’t even
have enough money to pay all the bills.”

“It’s a shame to say it ‘cause it’s summer and the kids were having high hopes
on, you know, some kind of summer. But they’re just going to have to deal
with it until something breaks here.”

 “By them cutting this off, they really put me in a hole. Cannot get the
proper food, because being that he is at the age he is, he eats a lot of
vegetables, meat, you know, stuff like that. I cannot afford it, I can’t.”

FINDING 14: While about half the families reported that their child’s behavior had worsened
over the course of the study, there was a pervasive increase in parental anxiety about their
child’s behavior in school, at home, and in the community.

Some parents feared that the loss of cash benefits would promote their child’s in-
volvement in illegal activities. Without pocket money to spend and diminished access to
recreational interests, there was an expectation that children would get into trouble. In
general, parents reported their children’s stress had increased as recreational outlets had
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decreased. This was especially true among older children, who reportedly demonstrated
increased behavioral problems. In New York, one child’s grades dropped after his mother
could no longer afford his transportation (bus pass) to and from school, causing him to
endure a very long walk. Another missed school because of SSA appointments.

 A few families reported that although the child seemed to be doing better at home,
their grades and behaviors at school had become worse.

Overall, 52% of the families
reported that their child’s
behavior had worsened over
the study period, with 28%
reporting that their child’s
behavior had improved, 8%
reporting it had remained the
same, and 12% reporting
their child’s behavior was
some better and some worse.
A closer look by site revealed
that in Kansas (where all
families were served by the
CMHS site KanFocus), 44% of
the families reported their
child’s behavior was better,
34% some better/some
worse, and 22% worse. In
New York, 37% of the families
reported their child’s
behavior was better and 63%
worse. And, in Florida, 75%
of the families reported their
child’s behavior was worse
and 25% reported their child’s
behavior was better.

While a few families did change residences over the course of the study, most
did not—and those that did, did not do so for purposes of accessing better ben-
efits or services. The reality is that most families could not afford to move and/or
had informal and formal support systems they did not want to leave.

“Well, since we own our house and I don’t want to ever move again,
this is where I’m going to be unless they cut my phone number.”

One family in Kansas moved repeatedly due to a variety of financial prob-
lems, while another moved to another town at the end of the study after her son
was sexually molested by a neighbor. In Florida, two families moved to a better or
larger home and two moved for the purpose of decreasing their rent payment. In
New York, a few families chose to move to be closer to family.

FINDING 15: Few families changed residences during the course of the study.
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“I wasn’t able to pay my light bill over there on Walnut Street. I stayed
with Tracy’s father for a week and I stayed in a motel for a couple of
weeks in Lawrence, Kansas. Then I came back to Pittsburgh with a
friend …”

FINDING 16: While a few families that lost benefits reported some positive outcomes,
those families that retained the benefits reported having greater peace of mind, primarily
due to the assurance that their child had medical coverage.

Families that lost benefits reported improving their financial management skills,
with some children learning greater financial responsibility. Some parents were sharing
their financial struggles with the children. One reported that this communication was
helping to build trust, and strengthen the bond between parent and child. In one family,
the loss of SSI cash benefits income allowed a sibling to become eligible for Medicaid
through TANF (AFDC). The loss of benefits for a mother in New York resulted in her
enrollment in an AIDS case management program, which ultimately provided a great
deal of help.

“It made me grow up a lot. Understanding that it wasn’t going to be there
forever. I’ve got a good job and good insurance. So, in a way, maybe it did
help, but it hurt too. We miss it. I wish we were still getting it, for a little
while anyway.”

 “Things are positive because he is on medication which he does need. He’s
getting to see a psychiatrist which he does need. And we’re able to do what
we’re able to do just to go meet with people, stuff like that.”

“It paid some bills. It paid for some Christmas stuff and I got it around
December the $2000. I paid more on payments of stuff instead of mini-
mum, so that helped a lot.”

“A lot better off in some senses because I’m more independent and I don’t
have to wait for the check to come in. But it’s just lack of income, not being
able to see a doctor. It did help me to go to school, that’s about all it’s done.”

“Oh well, I was behind in rent. Now I’m trying to catch up on my rent by
paying the landlord $200 the first of every month…now (with AIDS case
management) I can do more for the kids, I can buy more things for them,
that I couldn’t have did before when it (SSI check) had stopped.”

When reporting positive outcomes, only those families in Kansas that had stopped
receiving SSI cash benefits found peace of mind because they reasoned that it meant
they no longer had to continue in the process of appeals. Florida families tended to base
a “positive outlook” on the continuation of benefits and the receipt of necessary care and
medication for their children. Kansas and New York were the two sites in which some
primary caregivers reported learning about the system, their personal rights within the
system, and how to be better advocates for their children.
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Center on Budget and
Policy Priorities

Findings Related to Medicaid and
Health Care Coverage

FINDING 17: The main reason most families appealed was the potential loss of Medicaid.

In the initial interviews, the majority of families reported that their children were
covered under Medicaid. Florida represented the exception, with only six in 15 children
having coverage. These parents reported that Medicaid had been discontinued when
their child was determined ineligible for benefits. In addition, many of the families that
had lost benefits had to obtain Medicaid coverage for their children through public assis-
tance (TANF). In all three states, some of the families that lost Medicaid when benefits
were denied and were not eligible for Medicaid through TANF (AFDC) due to their
income, pursued coverage for their children through programs offered through the state
or county government.

Future interviews revealed that in some cases the status of children’s Medicaid cov-
erage was uncertain. Of those families in Kansas receiving coverage through the state,
several reported that the coverage was limited, failing to pay for dental care or cover the
cost of eyeglasses. In the face of these limitations, a few parents delayed needed care for
their children. When the program was redesigned, the coverage was reportedly very com-
prehensive. In general, variability in the type and continuity of insurance coverage had an
impact on the care children received. One parent reported struggling to purchase psychi-
atric medication for her child, being forced to “stretch” it over the course of the month to
make it last longer.

Throughout the course of the study, there was some readjusting of coverage be-
tween private insurance and Medicaid for a few families in New York. When Medicaid
was interrupted for one family during the reevaluation, the child received medical vouch-
ers through a community program. One child had no medical coverage through the
majority of the study, while in another case the child’s siblings were not insured.

At the time of the final interview, six of the 10 remaining families in the study in
Kansas had children covered under Medicaid, two through private insurance, and two
through Health Wave.4 In Florida, six families were still receiving Medicaid, two had
private insurance, while another was part of a “share costs”5 program. In New York, most
of the children were covered under Medicaid. One child was uninsured and two children
were covered under private insurance.

4 Health Wave is Kansas’ version of the Children’s Health Services Insurance Program which began January
1999 and extends health insurance coverage to uninsured children whose families earn too much to
qualify for Medicaid and too little to afford commercial health insurance.

5 Share costs programs allow families that exceed the income limits of Medicaid to receive health insurance
benefits by making co-payments.

Ex parte re-determination
When a child loses SSI (or other cash
assistance, such as TANF) for any
reason, the state may not terminate
Medicaid until it has made its own re-
determination of whether the child is
eligible for Medicaid under any
alternative category (such as child
under the poverty level). The state
may request additional information
from the individual, but may not
combine a request for information
with a termination notice. The state
also may not say that the child must
reapply to retain Medicaid. Notices
that say that Medicaid benefits
terminate automatically because the
state has been told that SSI has
stopped are illegal.

Center on Budget and
Policy Priorities

The Fact

Continuing Medicaid benefits
during SSA appeal process
If SSI has been lost because the
child no longer meets the definition
of disability, the state may not
terminate benefits for sixty days—
the time the child has to appeal the
SSI termination. If the child appeals,
Medicaid must continue throughout
the appeal process, through the SSA
Appeals Council.

The Fact
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Center on Budget and
Policy Priorities

The Fact

Special Rules for Children
who were receiving SSI on
August 22, 1996
Under the Balanced Budget Act: No
child who was receiving SSI on
August 22, 1996 should lose Medicaid
solely because they have lost SSI
under the new disability standards
imposed by Congress under the
welfare law. This is because these
children remain eligible for Medicaid
under the old SSI disability standard
(rules set out in directives from the
HCFA Medicaid Director to state
Medicaid Directors dated February 6
and April 22, 1997).

FINDING 18: Health care coverage is tenuous for many of the families, and across sites,
many parents were without health insurance or health care coverage of any kind.

“They said ‘any time you have an emergency, go to the emergency room’.
But now what they are doing, they are giving me forty visits a year, and
when he runs out of that you get extended for ten more visits (you take it to
the doctor and the doctor fills it out). That’s all you can do.”

“And then Medicaid is cut off and the insurance company, from my
personal experience also when I was working my insurance company,
wouldn’t carry my son. They would not carry my son even though it was
cerebral palsy. They would not carry him because of the cerebral palsy.”

“It started out with a toothache, so I went to the dentist. Then I got an
earache. Then I got a cold. I just got really sick for a good month…As a
matter of fact, I’ve been sick for this past month because I haven’t been able
to go to the doctor. We usually go to get check-ups once a year, but I had to
use all the money in the move.”

When faced with a medical problem, many of the primary caregivers in the
study were “self-pay.” This caused them to avoid seeking primary or preventive medical
care; instead families waited until the crisis was so severe that they had to use the
emergency room.

“When he (husband) gets sick he just doesn’t go to the doctor, until, you
know, it gets really bad. We pay out of the pocket. That’s a big part of our
bills.”

In a few cases, special arrangements were made to ensure continuity of care for
parents. One physician in Kansas agreed to charge one mother only $5.00 per office
visit, to motivate her to receive follow-up-care for high blood pressure.

“I tell him [the doctor] I don’t have insurance and he gives me samples
and stuff. He’s a real good doctor. If he’s [son] sick or something, I’ll
take him there. So that’s $30. He’s a really good doctor.”

Another mother received care from the free clinic or through the county health
department. However, due to limitations in the services offered at the free clinic, this
mother had put off follow up care after recovering from cervical cancer. Others were
covered under Medicare and/or had supplemental insurance. A few families in the three
sites had private health insurance or were covered under Medicaid through TANF (AFDC).

 “…we make too much money. When you go out for Medicaid they don’t
take into account what your out-go for medicines is. It’s strictly off what
you make. And it’s not your bring home pay. It’s your gross. And we have
the insurance comin’ out of his checks, never mind the several hundred
dollars a month in medicine that out-go. They just tell you that’s tough.”

“Because July 1st he’ll have insurance. Now his is cheaper than even
mine, so I cancelled my Cobra and I’m going on his. Tim’s going on his
too, because I don’t know if SSI is going to pan out. We have a hearing
this month.”
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Findings Regarding Coping
Mechanisms of Families

FINDING 19: Parents and primary caregivers were not passive in response to the loss of SSI.
They made lots of decisions weighing costs and benefits.

Families made a variety of key decisions throughout the course of the study, includ-
ing how to respond to the review and denial of benefits, and if and where to seek help. In
Kansas, most made the decision to make at least one appeal based on their child’s need
and the family’s financial need, with some being encouraged by family, friends, mental
health staff, schools, and attorneys to appeal. After losing one appeal, a few primary
caregivers decided against further appeals, preferring to secure employment to replace the
lost income. In weighing the pursuit of multiple appeals, parents took into consideration
the child’s need, time away from work, and the likelihood that they would prevail. Those
who decided against second and third appeals frequently commented that they did not
believe they would prevail or did not want to endure the stress of further appeals. Rather,
they chose to accept and cope with the decision. While some had resigned themselves to
the original determination, a few families in Kansas were under the impression that to
mount a third appeal required the assistance of an attorney. As they were unable to afford
an attorney, they did not pursue further appeals. The few who sought the assistance of an
attorney believed that they needed help with their appeal or that having an attorney
might put pressure on the SSA to expedite the process or make a favorable determination.

After losing the benefits, families made decisions and choices to ensure that the
basic needs of the child and family were met. In order to avoid moving, one mother in
Kansas approached her landlord to have their rental home HUD certified, thereby low-
ering the rent. Several applied for Medicaid for their children through AFDC (TANF),
with a few receiving health coverage through state sponsored programs. In one Florida
family, the parents had divorced in order to become eligible for Medicaid when they lived
in another state and were now deciding if they would need to divorce again.

“I was told Medicaid would pay for his prescriptions, but I was told he wasn’t
on the list when I called. So, I pay out of my pocket, because I’m afraid that
if I keep calling to find out, my son won’t be able to keep getting his therapy
that he needs.”

Other families reevaluated and reworked their household budgets. Primary
caregivers and/or their significant others made decisions to return to work, take a
second job, work longer hours, or otherwise compensate for the lost income. One
mother decided to pursue child support more aggressively, another returned to work to
be able to afford child care.

Families were also making decisions that did not have a direct bearing on the SSI
benefits, such as child custody issues, responding to child molestation, moving and
medication issues. Others were making decisions about their child’s education and
school placement.
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After losing the benefits, families not only had to decide whether to appeal, seek
help (e.g., legal, child support services, etc.), and determine next steps to take in the
SSI process, but families also made decisions and choices to ensure that the basic needs
of the child and family were met.

 “Nothing, I just gave up. I can’t handle the stress no more; I just don’t want
to do it no more. That’s the whole idea of doing it, they wear you down to
where you just don’t want to do it no more.”

“I’ve decided I can’t move to Florida even though the accident [mother’s
boyfriend] and getting hopefully a settlement for his injuries is very impor-
tant and could be a wonderful major thing for me and my kids too. I need
the support of help with the kids that I’m getting here in Pittsburgh, Kan-
sas. I have thought about going out there with him, and I said to him, ‘I
have to be where I can have help with me’.”

 “I just gave up on that. They just send you a letter saying whether you’re
denied or approved and so when I started working, I just gave up on
that, because they take their time in doing what they’re doing and I hate
to tell them all my business. Then you have to bring in all these papers to
prove what you’re saying is true or not true. I said forget it!”

“I didn’t ask for help. I went to Welfare, and they gave me a letter
there, I don’t know if I lost that letter. I applied for him, and then I
returned two checks, but then I cut him from welfare because they
said he couldn’t continue to receive checks, so I cut him from welfare.
So I said, ‘let’s wait to see what happens.’ And they are still giving him
checks.”

“I’ve been appealing every time they send me a notice stating that he’s
going to be cut off I appeal. They reinstate him for the next year, then I
appeal again, they reinstate him…it’s one of those types of things, like it’s
an ongoing battle.”

FINDING 20: Families became better navigators of public supports.

In New York and Kansas, mothers reported gaining an education of the inner
workings of the benefit system, as well as the resources offered by the mental health
system. They increased their understanding of their rights and the rights of their
children. Based on this increase in knowledge, they felt more capable of advocating
for their children, which in some cases translated into improved self-esteem and a
greater sense of competence as a mother.

“The benefit is that I’ve learned to communicate with my son’s doctors and
I’ve learned to keep receipts because you feel you don’t know when they’re
gonna call you into an interview again, and you have to keep everything
updated.”
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FINDING 21: Other insights were gained by the family, which confirmed their own strengths
and validated their resiliency.

For many of these families, the changes in SSI and outcomes were viewed as one
more crisis to deal with. As noted in an earlier finding, the health challenges faced by
families were great. While the medical difficulties persisted, families continued the battle.

“Yes, that’s [poor health] just one of those things. I’ve had bad luck all my
life when it comes to health. I’m a fighter. I don’t give up.”

 In families where benefits were lost, a few of the mothers reported becoming more
self-sufficient and independent. One of these mothers reported an increased sense of self-
worth when she returned to work to make up for losing the SSI cash benefits. Her ability
to contribute financially to her family gave her an increased sense of value. Another
mother recognized her own ability to cope with stressful situations and realized that
“nothing is forever.” In Florida, one mother reported that going through the review and
appeal process reminded her that she was a “fighter.” A few families reported gaining
what they considered were important insights, such as realizing that time spent with their
children is more important than money and gifts. Others reported developing closer
family relationships as they had to pull together, with interactions improving or becom-
ing deeper. Initial reaction to potential loss of benefits often resulted in increased atten-
tion to financial planning and increased planning for future vocational or educational
activities to increase employability.

“I’m getting really educated. I mean I feel like I’ve become a stronger
advocate for special needs children. I mean, you know, it’s been a real
learning experience and it’s made me more vocal. ‘Cause before I prob-
ably wouldn’t have said anything. But now these things are…I think it’s
shown me it’s very important. Because [child’s] dad had problems. He
was dyslexic, he had problems with school. You know, these things could
be hereditary. So it’s not just for [child] that I want a voice and help out
all I can, it’s for all the kids because without them we’re not going to have
much of a tomorrow.”

“I guess I have been such a fighter all my life that I know that if I do lose
it, we are not going to be dead. I will find some way of bringing it up
and trying to get us back on our feet where we can do things.”

One mother credited the legislated review with prompting her to submit her son
for psychiatric reevaluation. Based on this reevaluation, the son received a more com-
prehensive and accurate diagnosis. Armed with this information, the mother felt better
equipped to help her son. Similarly, in preparing for the appeal, another mother re-
quested and received a letter of support from her son’s psychiatrist that validated the
severity of her son’s disability.
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While there were few changes in the primary caregiver’s education over the course
of the study, a few were pursuing educational opportunities in response to the SSI
review and changes in eligibility. One of the mothers who had completed high school
returned to adult education classes to learn basic skills. Even though she had graduated
from high school, she could not read. After confiding to a friend that she could not
read to her children, the friend urged her to pursue adult education classes. Another
mother was attending interior design school, while yet another was enrolled in voca-
tional rehabilitation classes.

“Now I have to..., I’m going to this adult education thing. It’s like where
you can get your GED and stuff. But see, I already have a high school
diploma. But when I graduated from high school, all I could do was write
my name. I feel like the school system let me down and I will not let my
kids down with this (loss of SSI) happening.”

“I’m going back to school, now. We’re taking on social work. Well, I’m
taking on social work. It’s really like introductory classes right now. I’m
beginning all over again. It’s been years, so it’s basically like introduc-
tion. But I have to do it to get ahead.”

FINDING 22: Informal and formal helpers were major sources of support; however, support
from some informal and formal sources was inconsistently provided.

Families in Kansas reported receiving support from friends and family, with
several having the support of their child’s case manager. Those in New York involved
with F.R.I.E.N.D.S. often had the support of a case manager. Other supports in-
cluded parent advocates, churches, school counselors/psychologists, and a parent
support group associated with mental health in Kansas called Keys for Networking.
In both Kansas and New York, physicians and therapists, along with social workers
and other school personnel were also periodically available to assist with the review
and/or appeal. At both sites, several children were receiving mental health services,
including psychiatric care, therapy, and after school therapeutic recreational pro-
grams. A few families received some help from the SSA office, an attorney, churches,
co-workers, or employers. One mother retained an attorney to help her with the
review and appeal after being accused of “coaching” her child to say certain things
during the medical assessment. This same mother reported that she did not receive
the letter of review until after her child’s benefits were cut off.

Throughout the course of the interviews, families, friends, case managers, lo-
cal community centers and advocacy groups emerged as providing the most consis-
tent support in Kansas and New York. These sources provided moral, financial, and
emotional support, as well as offering daily assistance with things like childcare and
transportation. Special education teachers, attendant care staff and other paid sup-
ports were also very helpful. One parent reported enrolling with her sons in the
family swim program at the YMCA. Others attended substance abuse groups and
victim’s advocacy groups.
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In contrast, supports and resources were very limited for Florida families.
While most parents in Florida felt they had very few supports, they periodically
mentioned friends, significant others, and neighbors as providing moral support
and helping out with daily needs, including transportation. Extended family was
the primary resource, providing childcare, provide emotional support, and some
financial assistance. A few families mentioned churches as being supportive with
childcare and emergencies. One family mentioned a supportive pediatrician, while
four indicated their child was seeing a therapist. Only two families had case man-
agers. Another turned to the American Heart Association for support. One mother
appealed to a Congressman and a Senator for help with her SSI appeal. Attorneys,
vocational rehabilitation specialists, physicians, and tutors also represented impor-
tant supports for a few families. Others received support from the Center for Women
or the Boys and Girls Club. Emergency help was also received from St. Vincent De
Paul and the Salvation Army. One child was enrolled in an after school program
which gave him a recreational outlet. Although formal supports in Florida were
reportedly limited throughout most of the study, 10 of 15 families reported having
some form of support from family and friends at the end of the study.

It appears that one of the major differences among the sites was the amount of
supports utilized by families during the study period. Most supports were reported to be
used in Kansas, at the KanFocus Children’s Mental Heath Services (CMHS) grant site.

“You know, [friend] and I have been friends for 10 years and she’s a
great friend. I mean she’s like a sister to me. When I get depressed, she’s
there. When I need someone to talk to, she’s there. You know, because
she’s on the same thing with her little girl. You know, so we try to help
each other out…”

“Keys for Networking works with special needs kids and their
families…like negotiators kind of. And when you have everybody
that’s so mad at everybody that you can’t sit there and talk, then
these people came down from Topeka and they did what they call a
wraparound. They worked with the school, with mental health, they
worked with me.”

“They’ve all been supportive. You know as far as mental support. The
therapist lets me go in and talk to him once a month. It’s getting harder
and harder to see the therapist. He’s overbooked.”

“…they keep me from losing my mind. They keep encouraging me.
In fact I made friends with one of the girls in church and she’s really
nice, her little girl is P.’s age and they come over they play…and she’s
between my age and my son’s, and he really likes her and she tries to
draw him into conversation and get him to open up a little bit. It’s
minimal support in that area.”

“He sees a counselor at school now. He sees a counselor on the property
over there on the campus. He sees him I guess once a week. We see him
also once a week, Thursdays. Parents have to go too.”
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Families in Kansas, who were
served by the CMHS site reported
the most frequent use of formal
and informal supports (A total of
132). Florida, a non-CMHS grant
site, reported the highest
percentage of informal supports
and the lowest percentage of
formal supports of all the
supports used.

For families in Kansas, the mix of
support from the informal and
formal supports proved to be very
helpful. Upon closer examination
of the entire group of families over
the 7 waves of data collection, it
appears that families made an
effort to draw on informal
supports when formal supports
declined and vice-a-versa.

“And St. Vincent de Paul, I went to them... They bought me a Thanks-
giving dinner this year...a turkey and everything. They brought it
Monday I think... They came with food for me...besides things...a
turkey and everything. They helped me two months ago on my rent,
cause I didn’t have all the money. So I had to go to the St. Patrick’s
church and they deal with St. Vincent de Paul and they had to come
to my house and, they helped me with my rent...not in November...but
October’s rent.”
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Formal supports were also sought outside of the SSI process. One of the
most frequently mentioned supports was educational. Parents were making efforts
to help their children be successful in school by obtaining tutors, enrolling them
in special programs, and looking into vocational/technical school. Despite these
efforts, most children continued to struggle behaviorally and academically, experi-
encing poor grades and ongoing behavioral problems.

The findings suggest that the support, whether it was from a friend, family mem-
ber, or professional service provider was not always consistently offered, available, or
requested. Over the course of the study, factors influencing help seeking became
more apparent. What also became clear through the longitudinal nature of the
study was that informal supports run out of resources themselves and cannot al-
ways be counted on. Families expressed concern about “overusing” informal sup-
ports. They would be attentive to the amount of time, transportation, child care or
money a particular resource provided and refrain from asking for awhile or stop asking
altogether if they felt it was becoming difficult for that resource to continue providing
support. Some families expressed fear at seeking formal supports, afraid they might
‘lose’ their child to child welfare if a worker saw the living condition of the family.

“My mother helps me like every month. She’ll do shopping for me. And, I
don’t want to be taking from her because she’s old. She’s retired. Instead of me
helping her, she’s helping me. I feel embarrassed, so I don’t always ask.”

“Maybe because I watch too much TV…but I’m scared to tell any-
body what’s going on, because I’m scared [Human Services] is going
to get involved.”

Findings About the SSI Process

FINDING 23: Families were taken by surprise and distressed when notified that their
child’s eligibility for SSI was going to be reviewed.

“It was like, how am I going to pay my bills now? It was like, oh no, I’m
struggling now. What am I going to do? You know it was bad.”

“Sad, sad. I thought it was terrible because I knew I wasn’t going to be able
to pay any more doctor’s bills. Or send him to any more counseling or
anything, because that’s it. I mean there’s no income to do it…I don’t have
any insurance for him.”

Across sites, families reacted to the notification of review with anger. They also
expressed feelings of helplessness or perceived the review as being unfair. Parents feared
losing the benefits and how that would affect their finances and their child’s Medicaid
coverage. They also reported they were tired of having to deal with the uncertainty of the
system. This notification caused stress and feelings of depression for some, while a few
indicated that they were resigned to losing the benefits.
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“I was confused, first of all. Then, second of all, I just couldn’t believe it. And
the explanation they gave didn’t even fit the description. So, I was amazed
that they were even doing that. And I didn’t accept it.”

“I was like in shock. They bring SSI all these years. Why are they gonna stop
it now? Ain’t nothing’s changed. They (her children) are still in special edu-
cation. They are still slow. So why they stop it?”

“I see people that seem normal and they still get SSI and they are not taking
medicines or anything. I have to give medicines so that he can control himself
in the classroom.”

FINDING 24: While the decision to appeal or not appeal was made for a variety of
reasons, very few sought and received legal help with the process.

Families in all sites were in various stages of the process, either awaiting the
outcome of their appeal, mounting a second or third, or being notified of the
outcome of their review or appeal(s). Not appealing was not passive on the part of
these families. Many families made a conscious decision not to appeal because of
the risk associated with paying SSI cash benefits back to SSA should their appeal
fail. Families reported being encouraged by friends and family to appeal, while
being discouraged by SSA staff or other formal service workers from appealing on
the premise that their child would not qualify in the redetermination process.

“I was scared. I didn’t want to get into worse trouble. I was told that if
I appealed, they would keep sending checks until we went to court,
then I would have to pay back on what I owed them. So, I was real
scared of that.”

“I called them [SSA] and they told me that if I wanna get help, I should
talk with Legal Aid…and then I called Legal Aid and they told me I’d
have to call this number, it’s in Kansas City and the lady she’s really nice
and she gave me an interview over the phone, and she said, ‘let me
know what happens’.”

A few families that sought legal help with the appeal process ran into problems
of accessing help from the “free legal assistance” services they were referred to. They
reported that they never spoke to the same person or no one returned their calls.

“I did a first appeal. I could’ve [appealed again], but I’d have had to
probably get a lawyer I think and all that stuff, and I can’t afford that.”

After receiving notice that they no
longer qualified, families had 60 days
to appeal. They had to file appeals in
the first 10 days if they wanted to
continue receiving checks while they
waited for hearings. The benefits the
family received during the appeals
were considered an “overpayment”
if they lost after all the appeals.
However, families who could show
that they appealed the denial of SSI
benefits “on good faith” did not have
to repay these benefits. According to
the SSA, more than half of the
families that appealed prevailed.
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FINDING 25: Upon filing an appeal, all families were faced with a choice of whether or
not to continue receiving the SSI cash benefits during their appeal, with the
understanding that they would have to repay the benefits if they lost the appeal.

“And that letter makes you feel like it’s just over with. But they say, at the end,
they say, ‘if you want to appeal this, you can’…so I did.”

The few families who chose to continue receiving the benefits during their appeal
process lost their appeals. They then received letters from the SSA instructing them to
repay the money, which they responded to with shock and fear. All but one parent ap-
plied for and received a waiver. The mother who was in the process of paying back the
money never mentioned a waiver and therefore is assumed not to have known the option
was available.

Only four families out of twelve in Kansas and three out of five in New York
elected to receive benefits, fearing that their appeal would be denied and they would be
responsible for repaying money to the SSA. In contrast, most of the families in Florida
retained their cash benefits during the appeal process. Also in Florida, a few families who
had already been denied an appeal had received letters instructing them to repay benefits.

“They sent me this letter saying that I owed $5,000. I tried to waive it
but I couldn’t…I went to court, I tried to waive it. I called and they
said I couldn’t. I had to come into the office.”

Over the course of follow-up interviews in the third and sixth months of data
collection, a few families in Kansas had made a decision not to pursue the benefits fur-
ther, based on the denial of one or two appeals. In all sites, the families who had contin-
ued to receive benefits during appeal were instructed by the SSA to repay those benefits.
As this represented a serious financial burden, they applied for and received good faith
waivers, with few exceptions. Others were struggling with fluctuations in their benefit
amount, which varied according to monthly income. In a few cases, overpayments re-
sulted in a temporary loss of cash benefits.

“And in the waiver it said if you don’t agree with us, tell us why you think you
don’t have to pay the money back. I told them I was going to be unemployed
and all that and I just figured, oh, maybe they’ll just not make me pay it back
for a little while…and then I got a letter the other day and it said they just
decided that I’m not going to have to pay any of it back.”

 “Yeah they did [asked her to pay it back]. But I told them, you know, that
it had been spent on bills and for [child’s] needs and I asked for a waiver
and they waived it.”

A closer examination of the differences between families across sites revealed
that unlike families in Florida and New York, several families in Kansas had no
appeals pending throughout the course of the study. These were families who had
been denied benefits based on one or two previous appeals, and ruled out further
appeals or reapplication, convinced that future outcomes would again be negative.
Those facing a third appeal were under the impression that they needed an attor-
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ney to continue with the process. Because they lacked the funds to hire an
attorney and did not believe the outcome would change, they accepted
the denial. At the same time, the few families that won their appeal in
Kansas or had benefits reinstated through reapplication were receiving
back pay from the SSA. This money constituted benefits that had been
withheld during the appeal. Three families in Florida had elected not to
appeal, while others were already mounting a second appeal after being
denied the first time.

“Well, at first I kind’a just accepted it because I thought, well
maybe there’s just…and I heard they were doing this to every-
body and then I thought, no, no. So I finally went to appeal.”

For the purposes of analysis, an algorithm was devised to classify
families by their receipt of SSI cash benefits over the course of the study.
This description and analysis included only those families that completed
all of the interviews.6

Overall, this classification system clearly differentiates families in
Kansas from those in Florida and New York, based on receipt of SSI cash
benefits. While most of the families in Kansas were classified as type C,
indicating that they were not receiving cash benefits throughout the study
and were not receiving benefits at the end of the study, those in New York
and Florida were classified as type B, indicating that they were receiving
benefits throughout most or all of the study and were receiving benefits at
the end of the study.

Only two families (one in New York and one in Kansas) were classi-
fied as type A. These families were receiving cash benefits throughout the
course of the study, but were not receiving these benefits at the end of the
study. Only one family (in Florida) was Type D. This family was not re-
ceiving the cash benefits throughout the course of the study and was not
receiving them at the end of the study.7

6 Due to the small size of the sample, the ability to generalize this analysis to families beyond this study
is limited.

7 Areas in which differences emerged among families based on family type include appeals,
Medicaid receipt, impact on child, and reporting positive outcomes. Analyses of the data using
family type failed to differentiate families either within or across sites on several other topics of
study. They include: Co-occurring events, Impact on Family, Reaction to the initial review/
experience with review process, Experience with the appeal process or the SSA, Experience of
support, Primary caregiver educational level, Child education, Family living situation, Primary
caregiver employment, Child diagnosis and behavior, Use of SSI cash benefits, Primary
caregiver or family health, Child health. New York data were unavailable based on family type
on the following topics: Co-Occurring Events, Support, Decision Making, Reaction to/
Experience with Initial Review, Living Situation, PCG Employment. Florida data based on
family type were unavailable on Impact on family.

SSI Type Analysis
(Includes only families that completed

 all phases of study)

Family Type

A. Received money
throughout most or
all of study. Did not
receive money at
the end of the study.

1 family

B. Received money
throughout most or
all of the study.
Received money at
the end of the
study.

6 families

C. Did not receive
money throughout
most or all of study.
Did not receive
money at the end of
the study.

1 family

D. Did not receive
money throughout
most or all of study.
Received money at
the end of the study.

0 families

Kansas

1 family

1 family

6 families

0 families

Florida

0 families

5 families

2 families

1 family

New York
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 The review process itself was described as complicated, involving a great
deal of paperwork and many procedures. Those families who were denied benefits
on appeal described the system as difficult to navigate and reported feelings of
betrayal, confusion and depression. The process itself was stressful and exhausting.

Throughout the process, families felt scared and upset, with a few in New
York believing that they were being persecuted by the SSA. There was also some
dissatisfaction with how the medical evaluation was conducted.

During the course of the study, several families had difficulty describing the
process they went through to retain the benefits. Whether they were successful or
unsuccessful, they expressed confusion concerning the outcome. Other parents
were able to recount the appeal process, describing physician evaluations and their
participation in hearings. Families were also confused concerning the difference
between the legislated review and what they referred to as “re-certification.” This
re-certification was apparently a scheduled annual or biannual review of the child’s
eligibility for benefits. Given that these reviews were similar, it was sometimes
difficult to determine which process the families were talking about. There was
also a contrast in knowledge and ability to deal with the requirements of the re-
view. One parent did not understand the review, while another immediately sought
public assistance and help from the legal system and the schools. At the end of the
study, families reflected on the review as causing “frustration” and disappoint-
ment, along with some “confusion” and “discouragement.”

In New York, some families expressed a lack of concern about the potential
loss of benefits, while others were very concerned. Several expressed confusion
about the purpose of the review and the reason their child’s benefits were at risk. In
response to the notification of review or the denial of benefits, some families con-
tacted the SSA to find out more about the review or the results. There was also
some confusion as to how to respond to the review and/or the denial of benefits,
with a few parents seeking help from the schools and attorneys. A few parents had
difficulty separating the notification of review from the letter of denial, with two
failing to recall receiving the notification of review.

FINDING 26: Families found the SSI review process difficult and confusing.

Differentiation based on family type did emerge in the appeal area. When consid-
ering whether to appeal, a few themes appeared to differentiate families in Kansas and
Florida. Among Florida’s type B families (those who were receiving SSI cash benefits for the
child throughout most or all of the study and were receiving those benefits at the end of the
study), the primary factor in the decision to appeal was the child’s need for the benefits or
the family needed the income. In addition, the decision to seek employment in these
families was typically based on the possible loss of SSI benefits. In Kansas, all families
made similar decisions regarding their SSI benefits. Some families opted not to appeal
initially, only to reverse their decision later based on a change in their child’s diagnosis or
in their employment income.
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FINDING 28: While there was a general feeling of distrust among families for the SSA’s
ability to make an accurate determination of eligibility, there was also a pervasive belief
that SSA was not very knowledgeable about the connection between the SSI cash
benefits and Medicaid.

“ I called them up and they sent me the forms. I filled them out and they told
me I had to take him to a doctor…one of their doctors, although he was
already seeing one, they wanted him to see one of their own.”

In response to the review process, some parents expressed concern about how the
SSA conducted their child’s psychiatric evaluation. Many families felt that the review
for their child was done unfairly or inaccurately. A few parents reported that their child
was evaluated by someone that had never seen their child before and then only spent a
few minutes to make the determination of eligibility.

FINDING 27: Experiences with state and local Social Security Administration (SSA)
offices generally proved problematic and confusing for parents.

Families ran into several problems in their dealings with the SSA and the appeal
process. Hearings were rescheduled, files were lost, SSA examinations of the child were
too brief, and correspondence was in English for Spanish speaking families. In Florida,
during the appeal process, two families discovered that the SSA had incorrect diagnoses
on file for their children. A few families described fearing the SSA, feeling threatened with
having to pay back the benefits should they lose the appeal.

In New York, attending the hearings and other appointments with the SSA was
somewhat problematic due to the distance families had to travel and difficulties finding
transportation. Only two families reported having positive interactions with the SSA.

The amount of paperwork required for the appeal was overwhelming and time
consuming and parents had little help from the SSA in completing the process.

“Until you do the paperwork, you have no concept of paperwork. I mean,
I was in the military. I thought they had paperwork. I’ve got banana
boxes full…and then they want to see the paperwork from eight years
ago when he went to the emergency room, over the past ten years...and
then you’re denied because you don’t have the paperwork. You don’t know
the details.”

Parents perceived contacts at the SSA as “talking down” to them. Many parents
reported feeling that individuals at the SSA office, whether in person or over the tele-
phone, treated them with little respect. A few parents expressed feeling “low” when they
sought help, and even “lower” after making contact with the SSA office.

“No, I don’t know what’s going on! Because every time I try to make an
appeal, it just seems like it makes it worse! But I haven’t done nothing. And
then when you call them to find out what’s going on and they pretty much
say, ‘this is the way it is, you owe this and you owe that,’ and then they
hang up on you.”
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FINDING 29: The SSI review process required a lot of “waiting and wondering” causing
increased stress.

Parents were frustrated over having to wait for the outcome of the review or
appeal, as it would have a major impact on their action plan, including their living and
employment situation. Waiting resulted in parents feeling stressed and even depressed,
with some being worried and tired of fighting.

“Well, I think probably my depression has escalated and I am on medicine
now for it.”

Two mothers experienced a great sense of relief when they decided not to pursue
benefits further after losing their appeals. They no longer had to fear future reviews or
go through the tedious and stressful process of gathering paperwork to support their
children’s disability.

“And the lady [hearings office] goes, ‘I didn’t realize you’d been waiting this
long.’ I asked her, ‘how long until I know something, cause we’ve been wait-
ing like a year and a half.’ I mean, a long time. So, anyway, she said that
since I’d waited so long she’d try to have an answer to me probably, you know
within 6 weeks or so. Which in the next week I got a notice.”

“I feel it was a couple of weeks or maybe a month after it first came out on
the news that I got a letter stating that B. was being re-evaluated, that he
no longer qualified to be on SSI because under the new law, ADHD no
longer qualified a child for SSI, and they said his CP was not severe enough
to be on SSI. For five months they put me through pure misery. They sent
him to that IQ testing. They had a psychiatrist that has never seen [the
child], or evaluate his paperwork, and they were going to cut off his SSI
because they said I had him on medication. Since he’s on medication, and
since he’s in a controlled environment such as SLD at school, he no longer
qualified for SSI. That is the stupidest thing I’ve ever heard.”

Families did not feel they received accurate information about how the changes
in SSI were going to effect their Medicaid eligibility and did not receive assistance
in how to apply for Medicaid or coverage through other eligibility doors.

Finding 30: The SSI review/appeal process was lengthy, with outcomes that extended beyond
the review period.

At the end of the study, two families were still awaiting the outcome of their
latest appeal.8 Thirteen families in the study had retained their benefits, while two were
repaying benefits to the SSA. Three families in New York had been instructed to repay
benefits received during the appeal and it was unknown if they were aware of or apply-
ing for waivers.

8 Families could appeal up to three times.
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“When they said they were going to review him, the first letter, it just
said, ‘we’re going to review him, don’t do anything yet.’ So I waited,
and then they said they’d send something else, so they did. And I
guess a month later or so, they sent something else, and that’s when
they said, ‘your son doesn’t deserve disability benefits anymore.’ I’m
not exactly sure how they worded it. End of story.”

Near the end of the study, a few families were still considering additional appeals,
while others had abandoned appeals in favor of making a new application for benefits. In
some cases, this was motivated by changes in their child’s diagnoses, or advice from their
support system.

“I thought that it was good for the next three years and thought they
were not going to bother me again for that time. I told the lady that it
has not been even a year since the last revision and they have never
called my friend Mary and she is still waiting for an answer to hers.
She has two kids.”

One mother waited a full year to have a hearing on her first appeal after experienc-
ing delays caused by the SSA and her attorney. She believed her appeal was successful
primarily due to her persistence and determination. She persisted primarily because of
the Medicaid benefits, which her son had automatically qualified for as an SSI recipient
prior to PRWOA, and which she believed he would lose. The SSI benefits not only
provided much needed help and Medicaid coverage for her son, but gave her greater
earning power than if her only option for Medicaid had been through the AFDC (TANF).
However, she remained frustrated with the income limitations that accompanied the SSI
benefits, as they did not allow her to earn enough money to improve the financial situa-
tion of the family without the loss of Medicaid. She reported that, in the absence of
Medicaid, the costs for her son’s mental health care and medication would have exceeded
the income from full-time employment.
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SECTION 6
SUMMARY AND IMPLICATIONS
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SUMMARY AND IMPLICATIONS

The SSI Family Impact Study examines the impact of a major policy change in
a program designed to provide economic assistance to low-income families with
children who have a serious emotional or behavioral disorder. Study findings have
implications that are applicable to federal, state and local policymakers, evaluators
and the family advocacy support movement. Also, in October 1998, the National
Technical Assistance Center for Children’s Mental Health at Georgetown University
Child Development Center released a report, Welfare Reform: Issues and Implications
for Children and Families Who Need Mental Health or Substance Abuse Services,1 which
posed a number of Key Questions that mental health, substance abuse, child welfare
and family organizations might wish to consider about Welfare Reform and SSI.
The families who shared their stories for this study helped provide some answers to
those questions, which are noted throughout this section.

• Importance of the inter-relatedness of supports

It became evident throughout the study that SSI is part of a larger, complex, inter-
related system of support for families with low-incomes who have children with mental
health needs. When SSI was removed, other areas of support were affected as well, such
as access to Medicaid. The changes in SSI, in turn, were part of a larger reform effort in
welfare. Welfare reform had direct effects on employment through TANF work require-
ments, on child care, and on access to health care as the reform legislation de-linked
Medicaid (medical assistance) and TANF (financial assistance). A growing body of re-
search is showing that the federal welfare reform effort appears to have resulted in unin-
tended reductions in Medicaid enrollment among children.2

• Importance of services and supports for children
with emotional/behavioral disorders

The SSI changes were a policy decision, not a diagnostic one. The change in eligi-
bility or SSI status for these children did not change their need for services. While the
study did not involve direct assessment of the children, these children appeared to have
significant emotional disturbances, and a continued need for services from public sys-
tems. Thus, while savings may have accrued to the SSA as a result of the SSI changes,3

these children and families continued to use other public services and supports, such as
special education. It is becoming evident that Medicaid service utilization data for the SSI
population picks up only a fraction of service use by children with special needs because
many of these children no longer qualify for SSI, even though they have serious disorders

1 Woolverton, M., Wischmann, A., McCarthy, J., & Schulzinger, R. (1998). Welfare reform: Issues and implications
for children and families who need mental health or substance abuse services, National Technical Assistance Center
for Children’s Mental Health, Georgetown University Child Development Center, Washington DC.

2 Garrett, B. & Holahan, J. (2000). Health insurance coverage after welfare. Health Affairs 19 (1), 175-84.
3 It has been estimated that changes in eligibility will result in an $8 billion cut to SSI over the next six years, Lizbeth

Boroughs, Director of Legislative Affairs explained on July 15, 1997, “Welfare Legislation.”
4 Kramer, F. D. (2000). Research on children, families, and the New Federalism: Seeing TANF from the

inside out—Reconsidering the programs’ role in the wake of welfare reform. The Forum, 3(2).

The SSI Family Impact Study supports
the conclusion that the “breadth of
research findings now emerging largely
as a result of welfare reform suggesting
that a substantial subset of families will
need episodic or sustained help much
longer than TANF time limits will allow,
from a broader array of providers than
TANF agencies consistently or
effectively interact with, and that some
may need help from outside the TANF
system entirely.”

Kramer (2000)4
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and are heavy users of services. A recent analysis of Medicaid expenditures found
that among child and adolescent “high cost” users of mental health and sub-
stance abuse service paid for by Medicaid, only one third were SSI recipients.5

• Importance of communicating policy changes

Many of the study’s findings reflect the importance of an effective
process for communicating legislated program changes. According to fami-
lies, programs were unable to provide them with accurate and complete
information. Misleading, inaccurate or inadequate information caused many
families to miss deadlines for appeal and also created problems for families
as they attempted to maintain current supports and services or qualify for
new ones. Families were either not informed about, or did not understand
the linking or de-linking of other benefits. For example, families consis-
tently reported receiving misinformation or no information regarding their
children’s eligibility for Medicaid. Based on a denial of SSI benefits, parents
reported being informed that their children no longer qualified for Medic-
aid. As a result, many parents stopped utilizing medical services and sup-
ports, when in fact, the 1997 Balanced Budget Act required states to restore
Medicaid benefits for children who were removed from SSI due to changes
in eligibility requirements. While this represented a huge victory for chil-
dren and families in need of the benefit, the inability of the system to “get
the message out” to families about the changes left many families without
medical services and supports for their “eligible” children. This lack of in-
formation or misinformation had a negative impact on their ability to make
informed decisions or plan for the future.

 While there may be one person in each state (e.g., State Medicaid
Director) that can answer all the questions about a legislative/policy change,
that person probably is not directly available to the families. States and
federal agencies must identify family support agencies where families seek
information (e.g., schools, pediatrician offices, mental health centers, neigh-
borhood service centers), and work to provide relevant information to the
frontline workers who have direct contact with families. Local supports and
services should be aware of where families are most likely to go for informa-
tion and whom they ask for help (e.g., teacher, therapist, doctor, natural
helper in the neighborhood) and, then, systematically equip them with the
knowledge to be helpful.

KEY QUESTION: What information is avail-

able and/or process in place to help families

appeal if their child loses SSI benefits after

re-determination under the new rules?

ANSWER: According to families, there was

not much information accessible to families.

Families reported seeking information about

the appeal from the 1-800 number provided

in the re-determination letter they first re-

ceived or from the local SSA office. Most re-

ported they were unable to speak with a ‘live’

person on the 1-800 number, or were not

able to get through. Those that went to the

local SSA office for information were also

met with long waits and/or confusing or in-

accurate information. The few families who

sought help from Legal Assistance were dis-

couraged, often being transferred from one

person to another with little follow-through.

KEY QUESTION: Do school, mental health,

child welfare, and family/advocacy organiza-

tions in the community have staff who can pro-

vide assistance to families in understanding the

new SSI eligibility regulations and the re-de-

termination and appeals process?

ANSWER: No. Families reported seeking help

from many different agencies, including

school and mental health organizations, and

received little help from any. If information

was obtained, it was often misleading or in-

accurate.

KEY QUESTION: Who is responsible for com-

municating with families whose children lose

SSI about continued Medicaid eligibility?

How are parents assisted in this Medicaid

application process?

ANSWER: From the parents’ perspective, it

appeared no one was responsible. However,

under federal law, before Medicaid stops pro-

viding medical assistance, it must review the

child’s case for eligibility for any other rea-

son. This review, however, is reportedly not

done by all Medicaid agencies. Thus, it is the

family’s responsibility to call the state Med-

icaid agency to see if their child can qualify

for Medicaid for other reasons. Parents re-

ported very little help with this process.

5 Buck, J. (2001) Medicaid and children’s mental health services. Center for Mental Health
Services, Substance Abuse and Mental Health Services Administration: Rockville, MD.
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The response of a service and support program has an enormous im-
pact on the balancing act that many families described, juggling issues of
physical and emotional health, education, legal, employment, transporta-
tion, living situation, recreation, and finances. The study found that local
agencies may respond in a manner that, when a legislative/policy change
occurs, increases risk factors. Families in the study described these responses
as: lack of information about the existence of an agency that can be helpful;
an agency not having information or giving out wrong information; staff
giving families referrals that were not helpful; or, agencies where they never
spoke to the same person twice. The study also found that local agencies
may respond in ways that increase the protective factors for families. These
responses include: an agency’s being visible; easy access to that agency and
their information; accurate information and helpful referrals; and, provid-
ing information in a timely manner.

While federal, state and local entities work to improve ways of commu-
nicating legislative/policy changes to those most affected, the reality for fami-
lies is that in order to obtain a comprehensive picture of all that the change
may imply, they must often ask more than one person, in more than one
agency. Families must gather as much information as possible, from acces-
sible and reliable sources, in order to make informed decisions and plan for
their future. While study team members received much of their information
about the policy change from family and advocacy organizations such as the
National Alliance for the Mentally Ill (NAMI), Bazelon Center for Mental
Health and Law, or the Federation of Families for Children’s Mental Health
(FFCMH) or from internet sites such as the Government Accounting Office
(GAO), the information provided by these entities did not reach most fami-
lies, especially those not connected to a CMHS grant site.

• Importance of the policy change process

While the policy change for SSI occurred in August 1996, it took a
number of years for many families to complete the process. The resulting
impact on the children and families the legislation targeted will take even
longer to fully understand.

The impact of the SSI policy change process was most evident when
looking at the experiences of families with the appeal process. The appeal
process places families in a difficult situation, being able to keep their
benefits during the appeal, but putting themselves at risk of paying back
their cash benefits should they lose their appeal. To reduce this dilemma,
appeals need to be handled as quickly as possible. If appeals are decided
in a timely manner, the financial consequences of allowing families to
retain their money during the appeal process would be minimal.

KEY QUESTION: Is adequate support avail-

able to assure that families of all cultures re-

ceive assistance in applying for SSI and

SSA officials understand the impact of dif-

ferent cultures on the applications and/or re-

determination process?

ANSWER: No. While the SSI report did not

look specifically at the impact of specific eth-

nic populations, the few families in the study

with Spanish as their first language reported

that they often did not receive materials in

Spanish and did not have access to a bilin-

gual person at the SSA office.

Impact of Positive System Response  
on Family Stability & Balance

Welfare Reform's SSI Regulation Changes
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6 Kenney, G., Dubay, L., & Haley, J. (2000). Health insurance, access, and health status of children. In
Snapshots of America’s families II: Findings from the national survey of America’s families. Washington,
D.C.: Urban Institute.

7 According to M. Harper and S. Vandivere (1999) in “Poverty, Welfare and Children: A
Summary of the Data,” Child Trends Research Brief, growing-up at or near the poverty line
($16, 660.00 for a family of four in 1998) can affect the quality of a families housing,
children’s access to nutritious food and adequate health care, and parents ability to provide
toys, books, and recreational or educational opportunities for their children.

• Importance of physical and behavioral
health care coverage

Related findings consistently suggest the importance of physical and be-
havioral health care coverage, an especially critical benefit in families with chil-
dren who have a serious behavioral or emotional disability. Many families viewed
the loss of medical benefits as being more devastating than loss of income with
most families reporting that the most important motivator for their (almost
universal) decision to appeal was financial need in health care areas and their
fear of losing Medicaid. For many families in the study, the primary caregiver
and/or spouse lacked health insurance. These findings emphasize that cov-
erage for behavioral health needs to be available to all families, most par-
ticularly poor families with children with emotional disabilities.

 For state and federal policy makers, the relationship of the health ben-
efit and income benefit must be thoroughly understood. For local supports
and service providers, the relationship between these should also be clearly
defined with the added understanding of the impact on the particular ser-
vices and supports their agency offers. For these agencies, all frontline practi-
tioners and those that may be in positions to answer questions, for example,
the receptionist, must be able to clearly convey the information to the fami-
lies they serve. And, for families, the relationship between health benefits
and income benefits and the impact of changes on one to the other must be
clearly understood.

• Importance of a basic minimum income
for the well-being of children and families

The findings of this study suggest the importance of a basic minimum
income to the well-being of families. For most families, the cash benefit
plays a large role in total family income. Families reported that as a result of
changes in their children’s SSI status, a portion of their household income
was eliminated, creating many financial difficulties and changes in essen-
tial areas of living and “normalization” for their children. Families also re-
ported the stress of the financial loss had an impact on family relationships,
and on mental and physical health. The families in the study exist at or
near poverty level.7 Feeling they will never “get ahead,” many families ex-
perienced one catastrophic situation after another. For example, loss of the

KEY QUESTION: How are the needs of fami-

lies whose children have lost or cannot qualify

for SSI being addressed? Is cash assistance

available for these families? How are specific

service needs—previously covered by the

child’s SSI benefits—being met?

ANSWER: During the time of the study, many

families were still trying to sort out the “fall-

out” of the changes in SSI. Many families

sought support, financial and emotional, from

informal resources, such as relatives, friends

or religious institutions. By the end of the study,

while few families had yet to seek support from

formal service agencies to make up the loss of

the SSI cash benefit, many had sought help

from formal agencies throughout in providing

continued health care coverage/Medicaid for

their child and to obtain mental health services.

Kenney, G., Dubay, L., & Haley, J. (2000)6

In 1999, 12.5% of all children 18 and under lacked
health insurance; of the 9.6 million uninsured children,
6.8 million had incomes below 200% of poverty.

Sixteen percent of adults lacked health insurance.

Coupled with the loss of SSI, health care coverage for
these families was sometimes non-existent.
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SSI benefit contributed to the loss of a car for one family. Consequently,
meeting family transporation needs became complex; while one parent
needed to get to work, the other was concerned about meeting their child’s
medical needs, and getting to the school when they called about the child’s
behavior problems.

• Importance of the family as a complex
system within a system

Joan Patterson wrote about the effects on the whole family when a child is
diagnosed with a chronic condition. She called this circular or reciprocal effects,
emphasizing the importance of thinking systemically when studying children
and their families. One basic assumption of systems theory is that a change in
one part of the system (i.e., the child) leads to changes in other parts of the
system (i.e., the family).8

The SSI Family Impact Study identifies a cascade effect. As illustrated in
John’s story (John Loses SSI Benefit on page 41), the loss of income as a result
of a policy change in one area of support had a comprehensive, and as described
by John’s father, “downward spiraling effect”. The loss of income for a family
with a child who has a mental illness is complicated and comprehensive in
effect, especially with the complex array of services a family may have for sup-
port. The decisions and choices these families face are equally complex and the
effect of those choices can be the difference between providing health care for
one child, or a roof over the family’s head. While it is difficult to identify the
cause and effect in John’s story, as well as many other families’ stories, they
aptly illustrate an important sequence of events.

• Importance that the primary caregiver was
most often the sole provider of daily care
for the child

Most families in the study consisted of children with a single mother.
While the supports were important, families reported that it was critical that the
primary caregiver remain in the home to care for the child with the disability.
Primary caregivers, most often the sole provider of daily care for the child, real-
ized that without the money from SSI, they would have to seek employment,
thereby seriously reducing the amount of time they could spend with their
children, leading to issues around continuity of care.

8 Patterson, J. (1996). Family research methods issues and strategies. In Heflinger, C.A. and
Nixon, C.T. (Eds.) Families and the Mental Health System for Children and Adolescents,
(pp. 117-144). Sage Publications, Inc., Thousand Oaks, CA.



70

SSI Family Impact Study

KEY QUESTION: Are families expressing con-

cern that without SSI benefits, they will no

longer be able to raise children with mental

health or behavioral problems  at home?

ANSWER: Yes. A few families did express feel-

ings that they would have to have their child

move out of their house as a result of the loss

of SSI. While this did not happen broadly, one

child was removed to foster care. The mother

reported that the loss of SSI was connected

to her daughter being placed in foster care.

Not being able to care for their children with

special needs was also expressed by the many

single mothers in the study, who were feeling

pressured to return to work or increase their

work hours. Families made heroic efforts to

keep their children at home.

• Importance of the families’ strong
commitment to keeping their children at
home

Most of the families in the study did not lose their children to out-of-
home placement–not because the system “made up for” the loss of SSI and
wrapped other supports around them–but because these families exhibited
enormous resilience and commitment to their children.

While some families expressed guilt and shame about their inability to
provide for the needs of their children without public assistance, one of their
most vocal fears was attack on their suitability as parents, possible prosecution
for negligence and, ultimately, losing custody of their children. This study
found families making heroic efforts to keep their children at home.

There is no question that the loss of SSI had the effect of stimulat-
ing the resourcefulness of some of the families as they sought to identify
other sources of income, to find assistance for their children, and to suc-
cessfully challenge the system. In this regard, there were some benefits to
losing the SSI benefit for some of the families. However, these benefits
overall were not without enormous cost in added stress, diminished qual-
ity of life, and loss of critical supports. Policy has to strike a balance be-
tween relying on the strengths of families, and providing families with the
basic supports they need to do well. Families in this study would main-
tain, with considerable justification, that the SSI policy changes did not
strike this balance. The changes relied too heavily on the families’ ability
to come up with resources to replace basic critical supports.

• Importance of informal supports

Our findings suggest the importance of informal, natural supports and
services. Although families wanted practical information, they found few
formal supports for assistance in the SSI review or appeal process. How-
ever, tangible support in meeting basic living needs and emotional/spiritual
support was viewed as very important with most of this help coming from
informal sources.

In the study, families in Kansas not only reported the most frequent
use of formal and informal supports, but also more readily identified posi-
tive outcomes, regardless of the disposition of their review and appeal(s).
New York and Florida families found it difficult to identify positive out-
comes related to the legislated review of their child’s eligibility for SSI.
Families that had access to more supports, both formal and informal,
reported feeling more hopeful about the future.

There are two major policy implications related to this finding. First,
when eligibility criteria are being changed or benefits are being eliminated, policy
makers can help identify and shore up natural systems of support. Secondly,
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policymakers also must understand the fragility of natural social support net-
works and recognize that informal support networks cannot take the place of
necessary formal services.

• Importance of strategic interventions

A goal of the study was to look at how people make real-world deci-
sions. This information can help identify the specific criteria used by indi-
viduals experiencing a policy change enabling policymakers and frontline
practitioners intervene at different points in the decision-making process to
make things better for families. For example, an impact on mental health
frontline practitioners might be the ability to anticipate the needs of families
as they experience a policy change. As illustrated in John’s Loss of SSI Ben-
efits, a case manager may anticipate a need for sibling counseling, or alterna-
tive housing or budget plans, and help to identify a need for critical informal
and formal supports. Identifying strategic areas of support and intervention
might help mitigate the negative effects on families. While across families’
stories, a relatively consistent picture of families experiencing the effects of the
SSI changes emerges, the individual experience of each family creates oppor-
tunity for service providers to intervene strategically.
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SECTION 7
FUTURE DIRECTIONS
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This report presents an analysis of a prospective, longitudinal study designed
to collect qualitative data over a two-year period with 40 primary caregivers par-
ticipating in in-depth interviews and 30 primary caregivers participating in focus
groups in specific areas of three states: Kansas, New York and Florida. This report
is comprehensive but not exhaustive in its coverage of the impact of the changes in
regulations and eligibility of SSI benefits on families whose children have an emo-
tional or behavioral disability.

While the SSI study accomplishes multiple tasks by providing an extensive
description of a sample of families, many other areas emerge to be addressed through
future research. The field needs to further investigate:

• The experience of children and families utilizing public assistance services as
a child transitions from children’s services to adult services and supports.
These young adults are more vulnerable to experience interruptions in
care. While transitions are difficult for most, for children and youth
with emotional or behavioral challenges, and families with complex
support from public assistance services, the transitions are often much
more difficult.

• The vulnerability of families experiencing prolonged conditions of financial
stress and poverty and their susceptibility to personal degradation. Many of
the families participating in this study experienced not only managing the
obvious, tangible consequences of poverty, but also reported dealing with
negative attitudes and often unpleasant and rude manners of individuals
providing professional “services” and “supports.” Issues of self esteem
and self confidence emerged.

• The important role that informal supports play and whether on-going
support allows families to be more resilient in facing continuing change and
uncertainty. We need to better understand where families go for help. It
appears from the study that families who had access to more support–
both formal and informal–reported feeling more hopeful about the
future. While the study did not specifically examine this, one can
speculate that feeling more hopeful may have affected outcomes for
these children.

• The impact of the loss of SSI benefits on earnings income and the cost of
resulting hospitalizations, home repairs as a result of destruction of property,
etc. from increased negative behavior of the child.

• The extent to which health care reform activities have impacted these families.
Further study is needed to determine the extent to which any health care
reform activities taking place in the participating sites had an impact on
the experience of these families during the SSI policy change. Studies,

FUTURE DIRECTIONS
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such as the Health Care Reform Tracking Project, have shed some light
on the impact of health care reform activities on families who have
children with serious emotional disorders in general.1

• The advisability of a policy wherein even if children do not qualify for
disability payments they may qualify for Medicaid.

• The impact of the loss of SSI benefits and the impact of the legislative
change process on diverse racial and ethnic groups. Also, further examina-
tion on the impact of these changes on new immigrant families and
long-term non-citizens is needed. While this study did not address non-
citizens, the legislative ride for these families was bumpy, with numer-
ous deadlines and changes in eligibility.

The SSI Family Impact Study demonstrates the need for timely, longitudinal, and
qualitative research, not only because of the long process nature of legislative policy changes
such as SSI, but also because the impact of these changes for families may unfold
over a long period of time. For example, many families expressed concern that not
today, but some day, they might have to place their child in foster care or with a relative.
The Family Over Time chronological timeline on page 11, illustrates the importance of
longitudinal research when looking at the impact of policy change. From this story, as
with most of the experiences shared by families participating in the study, we can see the
final outcome of the SSI appeal only towards the end of the study. We are able to see the
on-going and varied needs of the child and the variability in the child’s behavior. Utilizing
a qualitative approach, we eventually understand the reason for the child not using Med-
icaid although eligible. We come to understand the reasons for the variable use and avail-
ability of both formal and informal supports. The timeline provided a more complete
picture of the complexities of the family’s experience and the non-static nature of the
phenomenon being studied.

It has become too common to place blame on parents for their children’s prob-
lems, or place blame on children for their parent’s difficulties. An in-depth, compre-
hensive picture is critical when we see poor families, or families experiencing con-
stant instability, criticized for being poor decision-makers. The effects of their total
experience, added to the system’s ineffectiveness for providing accurate information,
sets the family up to fail. Families need to be able to make decisions from a position
of strength and to be viewed and evaluated in that light. Operating from a system’s
perspective, a longitudinal study can eliminate blame and be more respectful of
children and families participating in research.2

1 Pires, S. A., Stroul, B. A., Armstrong, M. I., (2000). Health care tracking reform project: Tracking state
health care reforms as they affect children and adolescents with behavioral health disorders and their families
–1999 Impact Analysis, Tampa, FL: Research and Training Center for Children’s Mental Health,
Department of Child and Family Studies, Louis de la Parte Florida Mental Health Institute, University of
South Florida.

2 Patterson, J. (1996). Family research methods issues and strategies. In Heflinger, C.A. and Nixon, C.T.
(Eds.) Families and the Mental Health System for Children and Adolescents, (pp. 117-144). Sage
Publications, Inc., Thousand Oaks, CA.

When one participant was
asked what it has been like
for her to take part in the
SSI Family Impact Study,
she replied, “I don’t think
about it that way, because
you’re so nice. I feel like
we’re just talking about
stuff. I was telling the girls
at work today that you
were coming over, and
they’re like, ‘what does she
do?’, I said ‘nothing.’ We
just sit there and talk for
about an hour. I don’t feel
like we’re doing a study or
doing a form. It’s like we’re
just talking, shooting the
breeze.”
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What is evident in this study is that, behind most of the children, are one or
more parents struggling to keep up their sense of hope, and their emotional and
physical energy, and searching for solutions to the needs of their children. Most
families made adaptations to the loss of SSI benefits and to other changes resulting
from the new legislation only with heroic efforts and with consistently high levels of
stress. The family voices contributing to the SSI Family Impact Study expressed their
experience of the changes of SSI, not as an ultimate outcome issue, but as a quality of
life issue. This qualitative shift in examining the impact of external intervention on
the lives of children and families, whether in policy or mental health and substance
abuse treatment, is the challenge and responsibility of evaluators.
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APPENDIX A

1

SSI Family Impact Study
Telephone Interview Protocol

Family ID: _____________

Interviewer Name: _____________________ Date: _________________

Start Time: ____________ End Time: ______________

Thank you for agreeing to speak with me again about the changes in your child’s SSI benefits. This
will be the final telephone interview and with your permission, we hope to visit with you again in-
person to conduct one final interview in the spring of 2000.  We will be paying $10 for this telephone
interview and $25 for the final in-person interview.

I will be taping the interview if that’s okay with you, just to be sure that I accurately capture what
you’re telling me.  Just as with the interviews we have done before, the information you provide will
be kept in strict confidence and will be used for the purposes of this study only.  The interview should
take about 20 - 30 minutes.

Q.1 Name/Code of Interviewee _________________________

Q.2 Has anything changed with your employment situation since we last talked?

2a)    Are/Were    you working Full Time or Part Time (circle one)

2b) What type of work    are/were    you doing?

Q.3 [If applicable] How about your spouse’s (other income contributor) employment.  Has anything
changed?

Q.4 [If applicable] Last time we talked about your education, you mentioned that you were… Where
are you with that?

Q.5 Have there been any changes in your child's education, such as his/her special education status?
[Use timeline as a reminder of past information]

Q.6. Has there been any change in [child's] diagnosis since we last talked?  [If Yes] What?

Q.7 Have there been any changes in who lives in your household since we last talked?

Q.8 Last time we talked about your SSI benefits, you were....(insert latest information), what has
happened with the benefits since then?

8a) What action (if any) have you taken regarding these benefits in the last three months?

8b) How or why did you decide to do that?

Q.9 [If applicable] How have you been using the SSI money in the past three months?

Q.10 Last time we talked, you told me how all this has impacted [child] and your family.  Can you
think of any other or new ways that it has affected [child] having to go through this process
and/or having lost the benefits?

10a) Has there been any specific impact on other members of the family?

10b) Are there things you, [child], or your family do differently now?/ How did you decide to
make those changes?

10c) What has been the financial impact?

10d) What has been the impact on Medicaid/health care coverage/what have you done about it?
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2

10e) Has anything positive come out of the review process or change in benefits?

10f) Have you had any further or different experiences with the SSA?

Q.11 Last time we talked, you told us that your family's source of income included: [read list from
timeline].  Have these changed at all?

11a) You were receiving ____$ from [list each source and dollar amount].  Has this changed at
all?

Q.12 We wanted to follow up on the health of your family members.  You told us [read from timeline].
Have there been any changes since then?

Q.13 We also want to confirm the health insurance coverage you and your family have.  Last time you
told us [insert from timeline].  Have there been any changes in your health insurance?

13a) [If child/parent has no insurance] If you/your child had to go to the doctor, how would you
pay for it?

Q.14 Does [child] receive any mental health services?  If so what?

14a) Is he/she receiving any now? If so, what?

Q.15 Are you or [child] receiving any other services or participating in any programs (i.e., counseling,
clubs, activities, etc.)?

15b) Have any of the services you've been receiving or programs been helpful? [If Yes] In what
way?

Q.16 Are there any friends or family members that are there for you when you need them? [If Yes]
Who are they and how do they help you?

16a) Has how they help you or how much they help you changed at all because of the changes
in [child’s] SSI benefits?

Q.17 Is there anything else you would like to tell me about your experience with the SSI changes
since the last time we talked?

Thank you again for participating in the study and for giving us your time today for this interview.  You
will be receiving a thank you letter and we will give you $10 when we see you in the spring, plus $25 for
the last interview.  Is it okay if I call you to schedule the final interview in a couple of months?

[Discuss final in-person interview (mention the month, confirm telephone number, address, etc.)]

Contact Information: Is this still the best number to reach you?:__________________________________

Mailing address:_______________________________________________________________________

Other information: _____________________________________________________________________

In case this information changes, you can reach me at: _____________________________________
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APPENDIX B
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