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Chapter I
Introduction

This report discusses eight programs, funded by
the New York State Developmental Disabilities
Council (DDPC), to provide training and assis-
tance to parents who are developmentally dis-
abled (Figure 1). The Council had initially re-
quested that the Commission conduct a formal
evaluation of these eight programs, all of which
were originally proposed to rely on a common
service delivery model, heavily reliant on “com-
panions”—older persons volunteering as parent
trainers for parents with developmental disabili-
ties. The Commission’s study of these programs,
however, has taken a broader descriptive focus,
as the Commission discovered that, within
months of receiving their funding grants from

. the Council, each of the eight demonstration

programs had tailored and substantially altered
the initially proposed service delivery model.

In the conduct of this evaluation, the Com-
mission also gathered substantial data on 54
families with one or more parents with signifi-
cant cognitive limitations and/or developmental
disabilities. Although this report presents a brief
profile of these families, the Commission also
prepared a more comprehensive report on the
families studied, Parenting with Special Needs:
Parents Who Are Mentally Retarded and Their
Children.

A Medley of Program Models

Although seven of the eight programs did
use volunteers to assist in their work with fami-
lies, only four relied primarily on volunteers,
and one of these programs served only five
families (Figure 2). Another one of these pro-
grams closed within-the first year of operation.
One program entirely abandoned the concept of
utilizing volunteers before it even started deliv-
ering services; one other program used volun-

Figure 1. Funded Parenting
Programs |

Parents with Special Needs
Young Adult Institute
New York City

Parent Training Program
Sinergia, Inc.
New York City

Special Needs Parenting Project .
The Task Force for Child Protection, Inc.
Dutchess County

Senior Companion Program
Ulster County ARC

Senior Companions/Parents with
Developmental Disabilities Project
Orleans County ARC

Senior Companion Program
Chautauqua County ARC

In-Home Parenting Training Program
Community Services for the
Developmentally Disabled, Inc.

Erie County

Senior Companion Parent Training
Program

Heritage Centers

Erie County




Figure 2: Program Reliance on Paid Staff

Versus Volunteers
(N = 8 Programs)
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teers in only a very limited capacity, and usually
not in the families’ homes. Another two pro-
grams relied primarily on paid parenting aides,
buthad recruited several very capable volunteers
who played integral service roles with some of
the families enrolled.

Programs also differed substantially in the
extent to which their families were served exclu-
sively by the DDPC-funded parenting program

or also referred to other services sponsored by

their agency, including sheltered workshops, sup-
portive apartments, early childhood programs,
and Department of Social Services (DSS) funded
case management. Similarly, some programs pro-
vided many more service referrals to other agen-
cies in their community. Intensity of service
provision from the demonstration programs them-
selves also varied extensively, ranging from only
a few hours a week to a regular on-site home
presence of 15 or more hours a week.

Finally, most of the programs were learning
by doing, and as their programs moved forward,
they continued to make changes in their service

, delivery model. These changes were often

. substantial, and they often directly affected the
services the families received. Program direc-
tors were candid in acknowledging that in the
first year they made many false starts; most had
thoroughly redesigned many key aspects of
their programs, from their parenting training
sessions, to the training and direction they pro-
vided their paid parenting aides and volunteers.
Thus, to a large degree, the individual service
delivery models of each of the programs were
also continually evolving.

A Descriptive Study

It soon became apparent that a formal evalu-
ation was not well-suited to the heterogeneity
evident in the eight demonstration programs, or
to the changing nature of the programs’ distinc-
tive service models over their relatively brief
two years of operation.

A formal evaluation study was also short-
circuited by the absence of strongrecordkeeping
by the majority Qt‘ the eight programs. None of



the eight programs had maintained good records
of specific program accomplishments or the
achievements and difficulties of the families
they had served. Thus, programs could not re-
port how many families, through their interven-
tion, had obtained more appropriate housing, or
conversely how many families, despite their
intervention, had been evicted from their homes
or apartments. -

Programs also did not have records to sub-
stantiate the number of families which had gradu-
ated from the surveillance of local child protec-
tive or preventive services programs or which
had been the subject of additional child abuse or
neglect reports subsequent to their intervention.
Indeed, directors of three of the eight programs
intentionally shunned these hard measures of
program success or failure, as they believed
these measures would inaccurately overshadow
the positive, if less quantifiable, day-to-day ben-
efits of their programs for the families served.

With these limitations in mind, the Commis-
sion chose instead to provide a descriptive pro-
file of the eight programs and the specific ser-
vices that they offered to the families studied.
This profile also includes self-assessment rat-
ings of the programs’ effectiveness provided by
the program staff and volunteers and the fami-
lies themselves. Additionally, reflective of a
central mission of the programs to enhance the
self-esteem of the parents, especially as related

to their parenting, this descriptive profile in-

cludes adiscussion of the parents’ perceptions of
the best and worst parts of being parents.

Methods

The Commission had the opportunity to
access information about the programs from
many sources (Figure 3). From the outset, the
Commission was able to review the programs’
initial grant proposals, and Commission staff
were invited to attend two cluster meetings of
senior staff of the eight programs sponsored by
the Developmental Disabilities Planning Coun-
cil. The Commission also reviewed fiscal re-

Figure 3: Review Methods

I
! v’ Meetings with program directors
v' Review of program proposals

v' Review of program funding and
staffing

" Twosite visits to each program

¥" Record reviews and staff interviews
for 41 enrolled families (initial sample)

v" Modified Developmental Disability
Profile of parents in 41 enrolled -
families (initial sample)

v" Home visits to 25 enrolled families
(second sample)

ports prepared by the program staff, and later
followed up with telephone interviews to obtain
more detailed program funding information.

Commission staff also made two on-site
visits to programs, one in the fall of 1991 and one
in the spring and summer of 1992. Both visits
focused on obtaining a front-line perspective of
the day-to-day operations of the programs and .
the families they served. On the initial visit,
Commission staff spent several hours speaking
with program staff and reviewing the program
records of a sample of 41 of the 86 families
enrolled in the eight programs. Program staff
were also asked to complete a slightly modified
version of the Developmental Disability Profile
(DDP), the official needs assessment of the New
York State Office of Mental Retardation and
Developmental Disabilities, for each of the par-
ents in the 41 families.



On the second visit, Commission staff vis--
ited thehomes of 25 enrolled families, accompa- -

nied by the parenting aide/volunteer assigned to
the family. These 25 families included 12 fami-
lies in the initial sample, plus 13 new families.!
During the second site visit, Commission staff
also met with the staff of the local departments
of social services to obtain an understanding of
how the programs interfaced with local child
protective and preventive services.

Interview data with program staff and fami-
lies, as well as record review and fiscal data,
were collected on structured instruments.

Organization of the Report

A basic descriptive profile of the programs
and their sponsoring agencies is presented in
Chapter II. This chapter provides information

related to the size and budget of the sponsoring

agencies, the funding of the parenting programs,
and the programs’ staffing. Chapter I focuses
on the families served by the programs and the

services offered by the eight programs. Chapter
IV focuses on specific operational aspects of the
programs, ranging from their admission and
discharge criteria to their assessment and treat-
ment planning practices to their relationships
with local child protective and preventive ser-
vices in their counties/boroughs.

Chapter V, entitled “Measuring Program
Success,” provides a summary of the directors’,
staff’s, and recipients’ self-assessments of the
programs’ effectiveness, as well as Commission
staff observations of their strengths and weak-
nesses.

Finally, in Chapter VI, the Commission at-
tempts to distill some of the lessons learned as a
result of this evaluation in an effort to assist the
Developmental Disabilities Planning Council
and the relevant state agencies and service pro-
viders in addressing the future needs of parents
with developmental disabilities and the com-
plex programmatic and funding issues inherent
in doing so.

! Although the Commission had hoped to make horne visits to all 41 of the families in the initial sample, this
was not possible. Atthe time of the follow-up visits, one of the eight programs had closed down operations,
and staff of one other program steadfastly refused to allow any home visits. At the remaining six programs,
there were also other sampling changes, as some of the initial families had dropped out of the program,
and some famnilies did not want the Commission staff to visit.




Chapter II
Programs and Sponsormg Agencies

As discussed in the introduction, the eight pro-
grams were more characterized by their vari-
ability than by their similarity. Not only did each
of the eight programs make significant changes
along the way in their operation, they also started
with significantly different visions of what ser-
vices they would provide and how they would
serve families. The programs also ranged from
small, informal operations to relatively large
programs which received substantial agency
and community resource support, apart from
their funding grant from the Developmental
Disabilities Planning Council.

The purpose of this chapteristohighlight the
marked heterogeneity among the sponsoring
agencies of the programs, as well as the funding
and staffing of the eight parenting programs
. themselves. Although these resource differences
alone did not shape the variability among the
eight programs, the Commission did find that
the size, experience, and resources of the spon-
soring agencies did have a fundamental influ-
ence on the parenting programs.

The Sponsoring Agencies

All eight of the sponsoring agencies were
established not-for-profit agencies, and seven
(88%) were primarily focused on service provi-
sion to persons with developmental disabilities.
Five of the eight agencies (63%) exclusively
served persons with developmental disabilities.

The agencies alsoreflected acombination of
smaller and larger agencies. One of the agencies
sponsored only two other service programs in
addition to the DDPC-funded parenting pro-
gram, whereas three sponsored three to five
other programs, and four were large agencies

with six or more other programs. Total annual
budgets of the sponsoring agencies of the eight
programs also varied widely from $240,000 to

- $45,000,000. Three agencies had total annual

operating budgets of more than $25,000,000;
three had budgets between $10,000,000 and
$15,000,000; and two had budgets under
$2,000,000. (Figure 4).

Figure 4: Sponsoring Agency Budgets
(N = 8 Programs)

More than
$25 million

Less than
$2 million

3 2
programs programs

3
programs

$10-$15 mition II

The sponsoring agencies also differed sig-
nificantly in terms of their tenure as service
providers in their communities and the strength
of their relationships with other community
service providers. Whereas all of the eight agen-
cies had been operating for at least five years,
four of the eight agencies’ tenures in their com-
munities had spanned more than three decades.
Reflective, in part, of the size of their budgets
and their tenure in their communities, several of
the sponsoring agencies were also seen as critical
service providers in their communities by others.



The Commission did not assess the relation-

ship of these intangible experience and expertise
variables to program success. It was apparent,
however, that the manifold needs of many of the
families often required many different types of
services. Sponsoring agencies which could eas-
ily meet these needs, either through their own
programs or through well-orchestrated referrals
1o other agencies in their communities, clearly
had aninitial advantage over smaller and younger
organizations. '

Program Funding

Commission site visits to the eight programs
clarified that there was considerable variability in
the funding bases of the eight programs. Differ-
ences in resources available for the parenting
program were due, in part, to differences in the
funding for the individual programs. More criti-
cally, however, a program’s resources were de-
pendent on what services it could readily access
or share from its sponsoring agency.

For example, four programs had successfully
accessed Department of Social Services Medic-
aid case management funds to cover many of
these service costs for all or some of their fami-
lies. Many programs also accessed some home
health aide services forenrolled families, and one
program had been able -to access DSS-funded
home health aides to assist several of its enrolled
families for up to 40 hours weekly.

Three of the programs had also integrated
their services to parents with developmental dis-
abilities with the agencies’ preexisting support-
ive housing and enriched foster care programs. In
addition, at five programs, enrolled parents had
easy access to the sponsoring agencies’ sup-
ported work and sheltered work programs, and at
two programs, many of the young children of the
enrolled families had easy access to the sponsor-
ing agency’s early intervention preschool pro-
gram. Most of the programs also shared transpor-
tation services with their parent agency.

Even from the narrow perspective of their
direct parenting training and assistance ser-
vice, only one of the programs operated exclu-
sively on its funding grant from the Council.
Several programs had received supplemental
funding grants (usvally under $25,000) from
the New York State Office of Mental Retarda-
tion and Developmental Disabilities. These
included grants under the Office’s traditional
family support services program, as well as
other assorted purchase of service contracts for
intensive parent training and individual sup-
port services. One program had received a
small grant ($15,143) from the local United
Way, and five of the seven operating programs
reported making in-kind contributions to the
parenting program ranging from $1,000 to

$21,000.

Program grants from the Council also var-
ied across the eight programs, ranging from
$40,000 to $59,000 for the federal fiscal year
1992. In the spring of 1992, three of the pro-
grams also solicited and received a $25,000
supplement for crisis services.

As shown in Figure 5, the total funding for
the programs did not always correlate to the
number of families served or the intensity of
services provided. In 1992, per family funding
across the programs ranged from $4,670 to
$10,710.

Future Funding Sources

All seven programs which continued op-
eration after the first two years of funding
from the Developmental Disabilities Planning
Council hopedto find alternate funding sources
to maintain their programs subsequent to the
end of their third year of demonstration funding
from the Council. The seven programs pinned
their hopes on a variety of different funding
sources, with most programs counting on put-
ting together a funding package from several
sources.



Figure 5: Total and Per Family Funding
by Parenting Program*

Total Parenting DDPC Grant Total Families Per Family

Program Program Funding

Orleans County ARC $126,180°
Sinergia, Inc. $104,000
Young Adult Institute $ 96,429
Heritage Centers $ 55,555
Community Services for the

" Developmentally Disabled $ 71,429
Chautauqua ARC $ 71,000
The Task Force for Child
Protection, Inc. $ 56,143

* All funding information is based on program self-reports for fiscal year 1991-92, with the
exception of Heritage Centers, which is based on a 15-month period. Enrollment information is
based on self-reports of enrolled families as of fall 1991. Funding information for Ulster County
ARC is not included, as this program closed in December 1991.

Award ~ Enrolled Funding
$70,000 27 $ 4,670
$84,000 18 $ 5,770
$75,000 9 $10,710
$50,000 5 $ 8,890
$50,000 11 $ 6,490
$50,000 10 $ 7,100
$40,000 10 $ 5,610

Two programs hoped to continue funding
the services to their enrolled families by inte-
grating the services of their parenting program
with other agency family support, residential,
and/or early intervention programs. Four pro-

‘grams indicated that they would look to the
Office of Mental Retardation and Developmen-
tal Disabilities’ various ongoing grant programs
for continued funding, including its family sup-
port program and its newly established indi-
vidual support services program. Three pro-
grams also spoke of seeking funding from their
local departments of social services as a preven-
tive service progi'am, while three mentioned that
they were seeking private funding sources, in-
clnding private foundation funding and funding

from the recently established Self-Advocacy
Association.

At the time of the Commission’s interviews
with the program directors in the fall of 1992,
however, none of the seven programs were clear
on the availability of continued funding, and
only a couple of the programs had formally
pursued the potential future funding sources that
they had identified.

Program Staffing

At the time of the Commission’s fall 1991
visits, all but one of the programs had only one
or two paid full-time equivalent staff persons. As
a matter of practice, this meant that most of the



Figure 6: Staffing Issues

Recruitment Problem

More Training Needed

*Although hall of the parenting progrlm v.ﬂm:on cited staff raining needs, 78% of the 18 paid
Jod with :

aides and volunieers who Ir
training.

) staf! to visit tamilies uquuud additional

programs were staffed with a program director
and either one or two part-time or full-time
parenting aides.> Ope program, which relied
extensively on additional funding sources, stood
apart from the other programs with seven paid
staff persons.

As noted above, in the spring of 1992, three
of the programs requested and received addi-

tional funding ($25,000) from the DDPC to

‘augment their staffing with either a part-time or
a full-time paid crisis worker. These programs
presented a coordinated request to the Council,
stating that so many of their families were in
periodic crisis that they required a special staff
person to cope with these recurring situations.

With the exception of one program, all pro-

grams reported having at least one volunteer at
the time of the Commission’s fall 1991 visit.

Two of the programs had only one volunteer;
two had two volunteers; and three had four
volunteers. The latter programs relied primarily
on volunteers to provide direct services to fami-
lies. One of these three programs served only
five families, and one other program, although
relying heavily on volunteers to provide in-
home support and training, also placed approxi-
mately half of its enrolled families in enriched
family foster care homes.?

Staff Qualifications and
Recruitment

Five of the eight programs (63%) reported
encountering some problems in recruiting paid
staff or volunteers, and four of these programs
(50%) reported that recruitment problems were
frequent (Figure 6). Part of this problem was

2 Allpaid staff figuresreflect full-time equivalent staff positions. Volunteers, on the other hand, usually work

10-20 hours a week.

3 Through these foster family placements, this program had essentially ensured round-the-clock supervision
and support for half of its families, thus obviating some of the more serious flaws of the volunteer service
delivery model cited by other programs choosing not to rely so heavily on volunteers in serving families.

8



clearly linked to the wages the programs were
paying. In accordance with the federal guide-
lines, volunteers earn only $2.35 an hour, and to
enroll in the program, volunteers also needed to
meet certain low income qualifications. The
paid parenting aides were also not usually well
paid. At some programs, hourly wages only
slightly exceeded the minimum wage, and at
none of the programs did paid parenting aides
eamn more than $6.50 an hour.

More than money, however, program direc-
tors reported that recruitment was difficult be-
cause this job was not for just anyone. When

asked what qualities they looked for in their paid
staff and volunteers, program directors were
remarkably consistent. Across the programs,
three factors—acceptance of persons with de-
velopmental disabilities; receptiveness to new
ideas; and interest, knowledge, and confidence
inchildcare and parenting activities—were cited
as the most important staff qualifications. When
asked to select adjectives that more broadly
described their most effective staff and volun-
teers, program directors offered “responsible,”
“self-confident,” “compassionate,” “motivated,”
“nonthreatening,” “accepting,” “flexible,” and
“patient.” '

Best Part

Watching a mom learn something we've
been working on and seeing her actually do
the ask.

Seeing parents accomplish tasks and be
happywith themselves. Seeing real bonding
occur between mom and child.

Seeing her child progress with his speech
and the progress the mother has made to get
custody of her son.

When I first met the 18-month-old child, she
had no affect and needed affection. It was
a great joy to see her running into her
mother’s arms to be picked up andwatching
her grow to become responsive.

Seeing the parents hit the children less and
talk with them more.

[Knowing] the mom is able to shop better
and make better choices.

Figure 7: Parenting Aides and Volunteers
Talk About Their Work Experiences

Worst Part

Not being able 10 help the children and
protect them from harm, particularly with
parents who shouldnothave custody of their
children.

Adolescent problems, since the child goes
beyond parents intellectually.

Parents’ mismanagement of money, domes-
tic violence, and poor housekeeping skills.

Families notfollowing throughwith sugges-
tions, hard to see if I make any difference.
Many times I want to throw my hands up in
the air.

When aparentwas chargedwith child abuse/
neglect.

Parents need to interact more with their
children; they don't follow up and complete
assigned tasks.




As suggested by the above, program direc-
tors had high expectations of their volunteers
and paid aides. At the same time, relatively few
of the paid staff or volunteers had any formal
education or training in the field of developmen-
tal disabilities, and very few had actually worked
with persons with developmental disabilities in
the past. It seemed to be more important that the
individuals be people who saw themselves as
having something both to give and to learn and
who had a genuine commitment to and interest
in working with adults with developmental dis-
abilities as they strived to parent their children.

Staffing Turnover

Although each of the programs reported
spending considerable time recruiting and screen-
ing potential jobcandidates, most had alsoexpe-
rienced significant paid staff and volunteer turn-
over. Volunteer retention, especially, appeared
to be a problem for most programs. At the time
of the Commission’s fall 1991 visit, the seven
programs using volunteers had a total of 17
volunteers on their staff. Only two of these
programs reported no volunteer turnover in the
past year, while five others reported having lost
atotal of 12 volunteersinthe past year. Although
most of the volunteer turnover was due to volun-
tary resignations, two of the programs had ter-
minated a volunteer in the past year.

When Commission staff visited families in

their homes with the parenting aides and volun- -

teers, they came to appreciate more fully the
difficult and stressful jobs aides and volunteers
had undertaken. At many programs, paid aides
and volunteers had given families their home
phone numbers, and after-hours crisis calls for
assistance were frequent.

Most paid staff and volunteers also had at
least one family on their caseload which was
resistant to suggestions for parenting or simply
unable to carry them out consistently. These
families and their frequent crises placed enor-
mous stress on paid staff and volunteers who
worried about the well-being of the children
and/or the parents. And, despite the deep grati-
tude of many of the families for the services of the
parenting program, paid aides and volunteers rec-
ognized that there were many pressing needs of
the families that they were unable to meet.

As shown in Figure 7, interview comments
of paid staff and volunteers vividly portrayed the
ups and downs of their jobs. Their comments
reinforced that these were not jobs for men or
women who expected quick rewards and few
disappointments. At the same time, they also
reinforced the substantial and invaluable re-
wards that these jobs could offer.

Training and Supervision

Alleight programs reported having an ongo-
ing in-service training program, and all but one
of the programs reported having a formal orien-
tation program for new volunteers and paid
parenting aides. As shown in Figure 8, these
programs covered an array of topics. Some
focused specifically on the needs of persons
with developmental disabilities, but more cen-
tered on basic skills and information about
childcare, health, and nutrition.

Weekly direct supervision of volunteers and
paid staff was also the general rule, although one
program, which relied heavily on students and
persons with other day jobs, reported that face-
to-face supervision sessions were sometimes
held only on a monthly basis.* Most of the

+ Subsequent to the Commission’s on-site visit and report to this program, its director reported that
supervision of paid parenting aides has been enhanced.



Figure 8: Training Topics for
Parenting Aides and Volunteers

QO Specific parenting skills
= infant care
® nutrition
» budgeting
0 How to engage and interact with
the families

0 How to detect abuse, neglect,
and domestic violence

Q How to handle specific situations

programs, however, scheduled one full or half-
day each week when all volunteers and paid staff
met to discuss the families served, the problems
encountered, and needed revisions in the fami-
lies’ services. At several programs, these scs-
sions were also regularly coupled with an in-
service training presentation.

Notably, despite the regularity of in-service
training, program directors at half of the pro-
grams reported that more training would be
helpful. Subsequently, when the Commission
staff travelled with the 18 parenting aides/vol-
unteers to visit the 25 families in their homes, an
even more striking 78% of the aides/volunteers
stated that they would benefit from additional
training

S These 18 individuals included 12 volunteers and 6 paid parenting aides.
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Chapter

Getting Started and Serving Families

With the exception of one program which had
been providing training and assistance to par-
ents with developmental disabilities for at least
five years, none of the programs found smooth
sailing in their early months of operations. From
finding good staff and volunteers to keeping
parents motivated to designing (and redesign-
ing) their service delivery to meet the families’
needs and interests, start-up problems were the
rule, not the exception, across programs.

Most programs also came to find their en-
rolled families more needy, and often less trust-
ing, than they had initially anticipated. In par-
ticular, many families had serious difficulties
related to poverty, family dysfunction, alcohol
abuse, and domestic violence, as well as their
cognitive impairments. Maintaining the trust
‘and confidence of parents, as well as their inter-
est and commitment to making fundamental
changes in their lives, surfaced as paramoum
issues for many programs.

Finally, within weeks, programs learned that
their responsibilities for many of their enrolled
families would span far beyond providing
parenting training and assistance. For many
families, programs had to start with the basics of
finding appropriate housing, ensuring that the
food supply was adequate, and meeting basic
medical care needs. Parenting aides and volun-
teers also became far more than teachers and role
models for many families where they became
the family’s one true friend and the family’s vital
ambassador with social services caseworkers,
teachers, doctors, and public health nurses.

Start-Up Delays

Although each of the eight demonstration

programs officially received its first funding
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grant from the New York State Developmental
Disabilities Planning Councilin September 1990,
actual start-up dates and family service initiation
dates for the eight programs varied substantially.
While some of the agencies had historically served
some of these families, as the parents and/or
children had been served in one of their other
sponsored programs, with the exception of one
agency, the Council grant marked the initiation of
the agency’s focused attention in serving this
population. Not surprisingly, some agencies expe-
rienced more difficulties and delays in gcttmg this
new venture started than others.

Six of the eight programs (75%) reported
that they did not begin serving families until four
months after the program had opened its doors,
and two of these programs reported that they did
not begin serving families until more than six
months after they opened.

Delays in beginning service delivery were
attributed to different problems. One program
had problems identifying families in need of its
services, while all had some problems maintain-
ing families in their programs. Five programs
also reported that they initially struggled to
recruit volunteers, and three determined after
several months to rely more intensively on paid
parenting aides. Several programs also encoun-
tered some initial problems in matching families
and parenting aides/volunteers. And, while all
programs had some problems in retaining families
in services, for two programs, this issue had a
substantial impact on their early operations.

Families Served

In the fall of 1991, atotal of 86 families were
being served by the eight programs. The re-



Edward and Charlene G.

Mr.and Mrs. G. met each other at the state institution where they both lived until
they were 22. They have two children, Patrice, age 4, and Gerald, age 2. Mrs. G. also
has a 20-year-old daughter froma previous marriage, who visits often and helps around
the house.

This family lives in a residential neighborhood in a very clean three-bedroom
apartment. They have all the modern conveniences, including a microwave, several
television sets, a VCR, a dishwasher, and a coffee maker.

Both Mr. and Mrs. G. are mildly mentally retarded, and Mr. G. has an ambulation
problem and uses a cane. Mrs. G. works full-time at a nursing home, where Mr. G. also
volunteers two mornings a week. They are very supportive of one another and share
in caregiving for their children and in all the household chores. They can become easily
overwhelmed, especially when one parent has to care for both children at the same time.
In the evenings, Mr. G. prepares dinner for the family, and the family often visits other
extended family members who live in the community and provide considerable
support.

Mr.and Mrs. G. have been enrolled in the parenting program for slightly more than
one year, and the volunteer, who spends about eight hours a week in their home,
reported that the family is doing well. Although Patrice is learning disabled, the
volunteer stated that she is a smart and outgoing child who enjoys painting and
drawing and likes to be the center of attention. Her younger brother, Gerald, has been
diagnosed as mildly mentally retarded, with a slight speech impediment, but he is
reportedly doing very well at the preschool program that heis attending. The volunteer
described Gerald as a happy, well-adjusted boy.

* The volunteer told the Commission that Mr. and Mrs. G. can well manage most
of the household chores, cooking balanced meals, and attending to the children’s
medical and dental needs. He is focusing his timewith the parents in encouraging them
to be comfortable with and a little less protective of the children, particularly in
allowing the children to play with appropriate toys, crayons, coloring books, etc. This
isverydifficult for Mr.and Mrs. G. who fear that if something happened, their children
would be taken away. : '
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Figure 9: Snapshot of Parents
(N = 41 Families)

entitiements®

White*
Single parents}

Sheltered or competi- e
tive employment )

History of home-{
lessness®

“Yeos" ratngs wers given 10 two-parent families if one or
both parents met the indicator. There were no interracial
families in the sample. )

ported capacity of the eight programs ranged
from 5 to almost 30 families. Six of the eight
programs, however, were quite small, serving
fewer than 15 families. Half of the programs
reported being capable of serving 5-10 families;
two reported capability to serve 11-15 families;
and two reported capability to serve 16-27
families. :

‘Despite their start-up problems, by the fall of
1991, six of the eight programs were also full, and
five of these programs (63%) had at least one
family referral pending. One program, which had
experienced especially difficult start-up prob-
lems, was serving only two families (capacity
five families); one other program which had
made the decision to close in a few months was
also serving only two families.
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In the fall of 1991, the Commission visited
the eight programs and obtained demographic,

.clinical, and social history data on 41 enrolled

families. These data allowed us to develop a
snapshot profile of the families served. A brief
summary of this profile is provided here, but
readers are referred to 2 more comprehensive
description of the families in the Commission’s
companion report, Parenting with Special
Needs: Parents Who Are Mentally Retarded
and Their Children,

The Parents

Parents ranged in age from 19 to 54, but
three-fourths were between the ages of 25 and
40. Most of the families were headed by two
parents, but 41% were single-parent families.
Over half of the families had only one or two
children, but 17% of the families had four or
more children (Figure 9).

* The families sgrved by the eight programs
were also largely poor; almost all families
(regardless of size) subsisted on less than $900
per month. Many of the families had lived or
now live in substandard housing. Although the
parenting programs had helped many of the
families move to more suitable apartments or
homes, most families continued to live in
cramped arrangements or in housing that was
difficult to heat or that needed some mainte-
nance work.

For many of the parents, their own child-
hoods had been marked by abuse or neglect
and/or out-of-home placements and, unfortu-
nately, these histories followed many of the
parents into adulthood. Almost half of the fami-
lies had had at least one child removed from
their custody, at least temporarily, due to alle-
gations of abuse or neglect, and histories of
domestic violence and trouble with the law
were common to approximately one-fourth of
the families (Figure 10).



Figure 10: Social Histories

of the Parents*
(N = 41 Families)

History of Out-of-Home :

Placement as Children 51%

History of Special

Education as Children ¥ 51%

History of Abuse or
Neglect as Children

History of Trouble with
the Law

History of Domestic
Violence

*Yes" ratings were given 1o two-parent families if one
of both parents met the indicator.

Although few of the parents had a physically
handicapping condition, almost all were labeled
mentally retarded, one-third had a significant
medical condition, 22% had a known alcohol or
drug abuse problem, and 20% had a diagnosed
psychiatric condition. Finally, program staff re-
ported that over half of the parents had behav-
ioral problems, sometimes ascribed to their de-
velopmental disability, ranging from tantrum-
ming to being verbally abusive or physically
assaultive. '

Most of the parents were characterized by
program staff as independent in most personal
care daily living skills and as competent in basic
adult literacy skills. In contrast, however, few of
the parents demonstrated independence inmany
basic parenting skills, including childcare su-
pervision, medical care follow-up, shopping for
and cooking nutritionally balanced meals, pro-
viding appropriate discipline, and money man-
agement (Figure 11).

Figure 11: Level of Parenting Skills*
(N = 41 Families)

Maintains child{ren)'s
hygiene

Provides adequate
supervision

Provides adequate
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Communicates needs [
to children
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Provides approptiate
discipline

Managing money [
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i oo prESEESREE—————
Shopping for meals o : J 329

0%

indapendent [JSome Support Il Significant Training

*In two-parent famllies, ratings reflect performance of most capable parent.
*Totals do not sum to 100% for this category due to Unknown® responses.
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The Parents Speak Out

A more personal perspective of the parenting
experience was voiced by the parents them-
selves. During home visits with 25 families,
Commission staff first asked, “What was the
best part of being a parent?” As illustrated in the
parents’ comments below, most parents answered
simply, but eloquently, that their joy in parenting
came from loving and caring for their children.

.. . taking care of my children, playing
with them, teaching them.

... loving [my son], watching him sleep.
. . . sharing time with my children.

. . . everything, my whole life revolves
around [my son]. I want to give him a
betrer life.

... taking the children to the park.

.. . . being responsible for the children
and preparing the proper foods.

... everything, being a family and hav-
. ing a lot of responsibilities.

On the flip side of the coin, the parents’
comments on the difficult parts of being a parent
showed an equally honest appraisal of their
frustrations, fears, and insecurities.

. . . making sure my child' is okay and
safe, watching her, making sure she is
not sick.

... knowing he’s getting older, and it will
be harder to parent.

When the kids get sick, [I am] not sure
what to do.

.. . everything, having kids is the most
difficult. Keeping the kids or my hus-
band from getting to me.
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In the evening when I'm alone with all
four kids at home, trying to feed them,
get them ready for bed, and take care of
the [infant] twins.

. . . the 24-hours-a-day taking care of
them, especially all the doctors’ ap-
pointments.

It’s hard to keep up with them; discipline
is hard. They won't share. It is hard for
my husband.

... having to repeat myself and having ro
hit the children.

... trying to make [my son] behave. I'm
afraid he will love his aunt more than
me. I'm also afraid he will be taken

away.

Ifind it hard to be parient. I don't like to
getupearly. [Mydaughter] is bad some-
times. [My son] likes to cry.

As reflected in these comments, the parents
with mental retardation enrolled in the parenting
programs shared many of the mixed feelings of
all parents. They spoke freely of their love of
their children and how dear their children were
to them. Theyalso voiced common frustrations
about the full-time job of parenting, with its
pleasant and less pleasant tasks and its reward-
ing and unrewarding moments.

A striking feature of the parents’ comments
was also their reflection of the parents’ percep-
tiveness of their limitations and fears. In visiting
with the families, Commission staff rarely met
parents who did not explicitly reference their
difficulties and limitations and their awareness
that these problems placed them in. ongoing
jeopardy of losing the custody of their children.
The parents’ recognition that their job would
become increasingly difficult as their children
grew past toddlerhood and entered school was
particularly noteworthy.



Karen S.

Ms. S. is 27 years old, she is legally blind, and she is the mother of four children, 6-year-
old Michelle, 18-month-old Joey, and 5-month-old twins, Patty and Peter. None of the four

children are disabled, although Michelle was held back in first grade because of problems with
reading.

Asachild Ms. S. was abused, and throughout her adult life she has had a tendency to form
unstable and often violent relationships with men. Her current boyfriend Mr. J. is the father
of three of her children. Mr. ]., who has a history of mental illness and substance abuse, has

had serious problems with the law involving time in jail, and he has been accused of physically
abusing both Ms. S. and the children.

Just prior to the Commission’s review, local child protective services had sustained an
allegation of physical abuseagainst Mr. J. Reportedly, Mr. ]. was drunkand kicked Ms. S. while
she was holding one of the twins, causing her to drop the infant who sustained bruises.

Subsequently, the local child protective services limited Mr. |.'s visiting privileges and
restricted him from the home after dark or overnight. Parenting program staff report that Mr.
J. is rarely in the home, but when he is, he is usually under the influence of drugs and alcohol.

This family of five lives on approximately $650/month. Their three-bedroom flat was clean
at the timeofthe Commission’s visit, but it needed a paint job and the furnishings were tattered
and worn. Although the older children were not at home, Ms. S. and the twins were nicely
dressed in clean and well-fitting clothing.

Ms. S.’s parenting aide visits four times a week, spending five hours each day assisting with
housekeeping, cooking, shopping, personal hygiene, and child care. The parenting aide also
accompanies Ms. S. on appointments and errands. Since enrolling in the parenting program,
staffreport that Ms. S. has gained skills in using public transportation, caring for her children,
and keeping her apartment clean. Since the twins were born, the parenting program has also
arranged for Joey's enrollment in a free day care pregram for six hours each weekday. Ms. S.
has also joined a domestic violence support group, but she is not always ableto attend itsweekly
evening meeting, as she has no one to watch the children.

Michelle, the 6-year-old, is also a big help with household chores, taking on much more than
one would normally expect of a child her age. Staff of the parenting program, however, are
concerned that Michelle has no outside activities (except school) and that she has no friends.

Ms. S. is very committed to the parenting program and recognizes that she could not
manage without its assistance. Shewas especially appreciative of the help in keeping her house
clean, babysitting for the twins, and transporting the children to clinic appointments. Ms. S.
told the Commission that the best part of parenting was “loving her kids.”
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The Children

The vast majority of the children of these
families, who remained in their parents’ cus-
tody, were 10 years old or younger, and nearly
half (49%) were 3 years old or younger. A high
percentage of these children, especially those
over 2, have been identified as having at least
one disability or limitation, ranging from mental
retardation (24%) to leaming disabilities (21%)
to emotional disorders (11%) to physical handi-
- caps (9%) (Figure 12).

Although a majority of these children have
come to the attention of their local departments
of social services, often due to a past allegation
of abuse or neglect, reports of the parenting
program staff indicated that most are now doing
fairly well, For example, according to program
staff reports, most children were receiving nu-
tritious meals, appropriate medical and dental
care, proper attention to their dress and hygiene,
and adequate supervision and discipline.

Notwitbstanding this observation, however,
on many basic indicators of custodial care, pro-
tection from harm, school performance, and
adaptive behavior, approximately one-fifth of
the children evidenced significant problems
(Figure 13). Difficulties in getting to school
appropriately dressed and groomed, keeping up
with their school work, and making and keeping
friends, as well as unspecified “behavioral”
problems, were especially common among the
children.

High Turnover in Enrolled
Families

Almost all programs also reported a signifi-
cant turnover in the families served, which they
largely attributed to families dropping out of the
program rather than “graduating.” In total, the
eight programs reported that 36 families had
been “discharged” in the past year. Relating this
number of discharged families to the current

1 Disablity

2 or Mora Disablitties

Children 2 Years or Younger
(n = 26)

2 or More Disabilities

Figure 12: Disabilities of Children at Home

All Children
(N = 66)

None

(n = 40) |

2 or More Disabilities




Lori and Vincent A.

Mr.and Mrs. A. are both developmentally disabled, and they have been married
for ten years. Mrs. A.’s 15-year-old son, Louis, who is moderately mentally retarded,
lives with them ina small public housing apartment ina New York City neighborhood,

which was characterized by Mrs. A. and parenting program staff as unsafe and drug-
infested.

Mr. A. has worked for the City for 15 years. Mrs. A. stays home, often visiting her
mother, who lives in the same building and helps her with laundry and shopping. The
parents have been cited for neglect of Louis many times in the past, and their referral
to the parenting program was triggered by the City’s Child Welfare Authority.

- Apparently, officials from Louis’s special education class had raised several concerns
about his artival at school in dirty clothing and with poor hygiene.

The parenting aide provides four hours of weekly in-home service (the maximum
offered by the program) to the family. Initially, the parenting aide assisted in cleaning
the family’s apartment whichwas filthy and roach-infested. Recently, she has established
a chore schedule for the family, in the hopes that they will maintain the apartment
themselves. The parenting aide is also helping Mrs. A. with personal hygiene care for
Louis and with managing her time and money. The parenting aide reported that some
progress has been made, but the parents continue to have difficulty ensuring their own
and Louis’s medical care needs, making their income stretch to cover their needed
prescription medicines, and keeping up with basic housekeeping.

According to the parenting aide, life for Louis has not been easy. School officials
report that he has many difficulties getting along with other children, in part, because
he is often ridiculed for his unkempt appearance and odor. Outside of attending school,
Louis rarely leaves his apartment during the week, as his mother fears for his and her
safety in the neighborhood. Louis does attend a structured recreational program a few
hours each Saturday.

At the time of the Commission’s visit, Mrs. A. spoke earnestly about her desire to
find more social opportunities for Louis and of her need for respite. Mrs. A. told the
Commission that she “wants to give [Louis] a better life.” She also added that

parenting was very hard, “I do not have any time to myself, to do the things I want to
do.”

20




Figure 13: Difficulties of the Children
(N = 66 Children)
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“Based on 34 children in sample enrolled in preschool or public programs.

total enrollment of the programs in the fall of
1991 (86 families), the Commission calculated
an average discharge dropout rate of approxi-
mately 42%. As shown in Figure 14, however,
family dropout/discharge rates for individual
parenting programs ranged from 15% to 63%.

Half of these families (50%) reportedly were
discharged because they were “resistant” or
“noncompliant” with the offered services. These
general terms usually meant that the parents
were often not at home when the aide/volunteer
made scheduled visits, that the parents were
noncompliant in ensuring that their children

received needed medical care or proper nutri-

tion, or that the families were simply uncomfort-
able having program staff intrude into their
lives. Another 22% of the families were dis-
charged reportedly because they “did not like
the program” (11%) or because they had lost the
custody of their children (11%). Another 11% of
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the families were discharged because they had
moved. The remaining six families stopped par-
ticipating reportedly due to transportation and
other personal problems.

All of the eight programs reported that they
followed up with the families who withdrew
from their programs, and seven of the eight
reported trying to encourage these families tore-
enroll. Further discussion, however, revealed
that programs often had few follow-up avenues
open to them, as the parents usually did not want
program contact. Most of the program directors
affirmed that keeping the front door open for
these families, when and if they returned, was
often the most substantial assistance that they
could offer.

Most program directors reported that, when
warranted, they did notify local child protective
and/or preventive services that a family had



Figure 14: Annual Discharge/
Drop-Out Rates*
(N = 8 Programs)
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Reasons Why Families Dropped Out
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* Annual rates calcuated based on total program envoliment
in fali of 1991,

dropped out of the program. Making this deci-
sion, however, was clearly not easy for staff at
most of the programs, who feared that such
notification would permanently damage any
trust the family may have had with the program

and preclude the likelihood that the family would
ever willingly reenroll. Staff at two of the pro-
grams reported less ambivalence with this deci-
sion, as they believed that a mandated approach
to parenting training was more effective for

'some families.

Basic Program Services

All programs offered home visits to enrolled
families, and all of the programs provided an off-
site parenting class, usually paired with a social
activity. At all but two of the programs, off-site
parenting classes were held weekly. At the re-
maining two programs, classes were scheduled
biweekly or once a month.

Attendance at off-site parenting classes was
not “required” at any of the programs, however,
and in practice, attendance tended to be irregu-
lar, with the vast majority of families missing at
leastone weekly class amonth. At the time of the
Commission’s observation, attendance at- most
programs was less than 60% of the enrolled
families, and staff at most programs acknowl-
edged that only about half of their enrolled
families were *“very committed” to the parenting
class.

Each of the programs also provided an array
of services targeted to basic daily living assis-
tance, including transportation, help with shop-
ping and money management, assistance in fol-
lowing up on medical care, including transpor-
tation to doctor appointments and liaison ser-
vices between the family and the doctor. Since
most of the families had very young children, all
of the programs also provided focused assis-
tance ininfant care and basic child development.
For families with school-age children, all but
‘one program also provided liaison services with
the school.

Virtually all of the programs also found that
they spent considerable time working with their
local department of social services, both on
fiscal entitlement and on child protective and



preventive services issues. The prevalence of
mental health and alcohol and drug abuse prob-
lems in the families also brought most of the
programs 1n close contact with these service
providers in their communities.

Service Intensity

Despite this thematic consistency in the na-
ture of the services offered by the programs,
there was significant variation in the intensity of
the services rendered. At one of the programs,
there was a standard rule that each family would
receive only four hours of service weekly, re-
gardless of need. In contrast, at two other pro-
grams, most families received more than 15
hours of in-home service each week.

The average family in the Commission’s
initial sample of 41 families was receiving nine
hours of service weekly, whereas the average
famly in the second sample of 25 families was
receiving seven hours of service weekly. As
shown in Figure 15, in both samples, approxi-
mately one-third of the families were receiving
five or fewer hours of service weekly from the
parenting program, and less than one-fifth were
receiving more than 15 hours of service weekly.

The two samples differed markedly, how-
ever, in the number of hours of service offered to
families in between these two extremes. In the
first sample, 24% of the families received 6-10
hours of service weekly, and 17% received 11-
15 hours of service weekly. In the second sample,
60% of the families received 6-10 hours of
service weekly, but no families received 11-15
hours of service weekly.

It was difficult for the Commission to under-
stand all of the variation in service provision
across the families enrolled. Some percentage
was obviously linked to the needs of the fami-
lies. For example, families without transporta-
tion or access or ability to use public transporta-
tion often received more services simply be-
cause the aide or volunteer became the family’s
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lifeline to stores, doctors’ appointments, recre-
ation, etc. Similarly, in some families, parents or
children had significant medical care needs which
required regular monitoring and frequent doctor
visits.

Needs-basedrationales seemed, however, 10
explain the variations within parenting programs
better than those across parenting programs. As
mentioned above, all of the families in one
program were receiving only four hours of ser-
vices weekly, and these families were among the
least likely in the sample to also be receiving
DSS case management services or home health
aide services. In contrast, at another program

-many of the families enrolled were living in

supportive apartments or special foster care
homes, receiving 15-20 hours of in-home ser-
vice weekly from the parenting program, and in
somecases, alsoreceiving more than 20 hours of
home health aide service weekly. In comparing
the families served by these two geographically
proximate programs, there were no obvious
differences to justify the wide discrepancies in
the services provided.

Aside from agency and program resources,
the Commission discovered that family interest
and acceptance of offered services also had a
significant influence on the services it received.
In many cases, program staff reported that they
would have liked to provide more services or to
enroll the parents or children in other agency or
community programs, but that one or both par-
ents resisted.

Successes and Obstacles

In traveling with the aides and volunteers to
visit families at home, Commission staff asked
each of the 18 individuals where they felt they
had achieved success relatively easily with the
families they served and where they felt they had
encountered formidable obstacles. Although
these reports are anecdotal, they do provide
some interesting insights.
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Aides’ and volunteers’ reports of successes
included:

is more capable of cleaning her
home; she has learned 1o be patient with
her child; she takes more care in per-
sonal hygiene, and she has learned 10
cook.

. . . has learned how 10 deal with the
kids; they are wild.

has learned to make eye contact
with her children and 1o praise them
when they do a good deed.

.. . has learned to channel anger in
different directions, and she has in-
creased her knowledge of good nutrition
and diet.

... doesn't lose patience with her child
as quickly; she is able to follow through
with suggestions.

Aides and volunteers were also not reticent,
however, in articulating the sometimes formi-
dable obstacles they encountered in working
with some families.

. . . [helping ] mothers overcome their
possessiveness of their children and their
fear of losing them.

. . . helping parents maintain a safe
-environment for themselves and their
children.

... working with mothers who are resis-
tant to new ideas and husbands who
sometimes interfere.

... getting mothers to stop overfeeding
their childrenjunk food andto be patient
with their children.

.. . getting husbands to trust the aide
and the program..

... addressing differences in parenting
styles.
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- . . teaching discipline.

... coping with the disappointment when
parents do not attend to their children’s
needs.

Unmet Service Needs

All of the program directors were also vocal
in their acknowledgment that they were not able
to meet all of the needs of their enrolled families,
either with the parenting programs, other agency-
sponsored programs, or other community ser-
vices. Most wished simply for more hours in a
day or more hours of staff time to spend working
directly with individual families.

The comments of volunteers and paid aides
who travelled with Commission staff to visit the
families reinforced the many needs the program
staff believed they could not address.

Iwould like my caseload to be smaller so
. that I can spend more time with the
families. .

I am unable to do [what needs to be
done] with a caseload of eight families
who are very involved and needy.

The program didn't give me enough in-

JSformation on the families’problems and
what I was up against. I could use more
hours with the families.

We should have two volunteers visit a
family together.

We need respite services.

The most common unmet need cited across
all parenting programs was the need for social
activities for the parents and the children. For
many of the parents, the parenting classes and
the parties held three or four times a year by the
parenting programs were the extent of their
social life. And, in most of the families studied,
the children had few friends and rarely had a
friend over to play or went to a friend’s house to



Stacy and Brian O.

Mr. and Mrs. O. area married couple in their 30°s with a 2-year-old daughter, Patty. This
couple met while living in separate group homes, where they continued to live after Patty was
born. Initially, Patty was placed in foster care, but eight months later, when a supportive
apartment became available, she moved in with her parents.

Mrs. O. isa homemaker and cares for Patty, while Mr. O. works full-time as a maintenance
person and part-time at McDonald’s. Both parents are mentally retarded, and Patty is

presently being evaluated for developmental delays, as she rarely speaks and is unable to
perform simple tasks.

Mr.and Mrs. O. are very committed parents who regularly attend parenting classes, and
they recognize and appreciate the many supports and services provided to them. A volunteer
senior companion visits twice weekly (each time for three hours) and assists the parents with
housekeeping, cooking, sewing, parenting skills, budgeting, and medical care follow-up. A
homemaker, funded through the local social services department, also provides services to the
family each weekday, 9 a.m.-5 p.m. (40 hours a week). According to the parentmg prograrit
staff, the homemaker assists with many of the same tasks as the senior companion, but she is

more likely to simply do the task for the family, rather than to ‘take time toteach Mrs. O. how
to do the task herself.

In addition to these services, Patty is attending a local Head Start Program, and a Flead
Start staff person works with Mrs. O. on appropriate stimulation and developmental play
activities. Mr.and Mrs. O. also benefit from supportive families, with both sets of grandparents,

as well as aunts and uncles, visiting often. They are also involved in the church choir and a
Bible study group.

Although Mrs. O. still requires supervision and training in conducting many daily living
tasks, including attending to Patty’s medical needs, staff reported that Mrs. O. has made
progress in learning how to clean, cook, prepare nutritious meals, and bathe her daughter.
During the Commission’s visit, Mrs. O. stated that the best part in being a parent was that
she “enjoys having a baby” and that the most important thing the volunteer senior companion
hasdoneis “teaching me to bathe Patty.” Mrs. O. isalso learning functional vocabularywords
from watching Sesame Street with her daughter.

According to all involved with Mr. and Mrs. O. and Patty, the parenting program and
other support services are “the best things that could have happened for this family.” The
senior companion notes, however, that Mr. and Mrs. O. will probably require the assistance
that they receive now for many years to come.




play. Staff at many programs spoke of the social
1solation of the families they served, and the
marked benefits they accrued simply by making
friends.

Program staff reported that 73% of the 41
families in the Commission’s initial sample and
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72% of the families in the second sample of 25
families had at least one unmet service need.
Otber commonly cited unmet needs included
help with cooking, money management trainin g
andassistance, tutors to help children with home-
work, and shopping assistance.






Chapter IV

Program Standards

Characteristic of the eight programs’ variability
in other respects, the Commission found little
consistency among them in terms of their basic
program standards. In fact, most of the programs
operated with very few written standards. In-
stead, these programs, exempted from any state-
mandatedregulatory standards, largely reliedupon
informal guidelines for basic aspects of their op-
erations, including admission and discharge crite-
ria, treatment planning and progress reviews, and
assurances for internal agency oversight.

While this reliance on informal program
standards was understandable in view of the
demonstration nature of the parenting programs
and their temporary funding, it alsoled tomarked
differences among programs and few explicit
expectations for quality control and risk man-

agement. These limitations took on special im-
portance to the Commission as program staff
candidly shared the high risk of child abuse and
neglect for many of the families they served.

As mentioned in Chapter II, almost half of
the sample families had at least one child re-
moved, at least temporarily, due to an allegation
of abuse or neglect. And, at the time of the
Commission’s fall of 1991 visit, 41% of the 41
sample families had at least one child who was
currently placed out-of-home. Perhaps most rel-
evant, parenting aides and volunteers indicated

that children in 44% of the 25 families visited by -

the Commission had been at risk of emotional or
physical harm at least once in the past six months,
and that 16% had been at risk of such harm four
or more times in the past six months (Figure 16).

Figure 16: Safety and Well-Being
of Children in Families Visited
(N = 25 Families)
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services to the families.

“The risk reports were made by the parenting aldesivolunteers who accompanied Commission
staff on home wisits to the 25 famiies and who had been providing In-home and other direct




These data findings highlight the high risk
management necds of the parenting programs
studied, and strongly suggest their need for a
strong and accountable system of program opera-
tions which incorporates an effective system of
nisk management.

Admission Criteria

Seven of the eight programs visited reported
that they had formal admission criteria for the
parents enrolled. These admission criteria were
also remarkably consistent (i.c., the parent must
be developmentally disabled, 18 years ofage, and
willing toreceive services), butit was also appar-
ent that most programs were less than rigorous in
applying them.

Early on in the Commission’s visits to the
eight programs, it became evident that they were
serving a heterogeneous group of parents, some
of whom appeared much higher functioning than
others. While in each family studied at least one
parent was significantly cognitively limited,
whether these limitations had resulted in suffi-
cient functional deficits to meet the federal or
state criteria for classification of developmen-
tally disabled was not clear.

As a matter of practice, only one of the eight
programs reported trying to ensure formal psy-
chological assessments of all enrolled parents.
Many relied on psychological assessments con-
ducted years ago; other programs relied on a
parent’s prior enrollment in special education as
an indication of a developmental disability; and
still other programs simply enrolled all families
with functionally impaired parents whom they
believed their programs could help.

For many parents, program directors were
uneasy about forcefully pushing for formal psy-
chological assessments. Many programs reported
that their enrolled parents had eschewed the 1abel
of mental retardation most of their lives, and they
would be reluctant to join any program that was
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targeted only to individuals who were mentally
retarded or developmentally disabled.

DiScharge Criteria

Five of the eight programs reported having
formal discharge criteria. For most families,
however, “discharge” was a matter of personal
choice, and a program’s discharge criteria were
usually only a formality. Formal critena across
these five programs justified discharge both if
a family had achieved all relevant parenting
objectives and if a family was being signifi-
cantly resistant or noncompliant with services.

In practice, however, most programs re-
ported rarely terminating families for noncom-
pliance; rather, these families usually simply
stopped coming. Some families also left the
programs (voluntarily) when all of their chil-
dren were removed by child protective services.

Program staff were also candid in acknowl-
edging that the vast majority of their enrolled
families would require services for years, as
their fundamental cognitive limitations would
not change. Simultaneously, program staff ex-
plained that the parents’ training needs would
persist, and in most cases become more com-
plex, as their children became older and the
demands and tasks of parenting changed.

‘When making home visits, the Commus-
sion staff specifically asked aides and volun-
teers for estimated “graduation” dates for the
25 families. They reported that only 2 of the 25
families (8%) were likely to graduate within a
year and that 3 others (12%) may graduate
within two years. In contrast, aides and volun-
teers felt that nearly two-thirds of the families
(64%) would need help at least until their
children were grown or had left home. For
nearly half of the families (44%), aides or
volunteers opined that the families would need
help even when the children were grown or
gone (Figure 17).
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Treatment Plans and Progress
Reviews

Sevenof the eight programs reported prepar-
ing individual treatment plans for their enrolled
families. Upon inspection, however, only two
programs prepared plans which included goals
accompanied by objectives writtenin sufficiently
explicit terms to allow for a clear evaluation of
the families’ progress. More typically, treatment
plans listed very generic goals and objectives
(e.g.,Ms. C. will learn to prepare fresh food; Ms,
D. will budget for her needs; Mr. and Mrs. P. will
manage their time, etc.), which targeted general
areas for training or assistance, but did not
clarify anyreadily measurable desired change in
performance.

Inreviewing the records of the 41 families in
its initial sample, the Commission found treat-

ment plans present for 28 families (68%), and
plans for only 22 (54%) of the families included
reference to specific parenting objectives.®

 (Figure 18).

Additionally, for most of the families stud-
ied, treatment plans did not appear, in practice,
to be the primary guide for the day-to-day inter-
ventions between program staff and the fami-
lies. For most families, these interactions were
determined primarily by a pressing practical
need of the family (e.g., transportation to the
doctor, resolving problems with local social
services, buying food, etc.), and, in some cases,
by fairly regularly emerging crises that required
immediate attention (e.g., the family had been
accused of child abuse or neglect, the electricity
was turned off, the police were called due to a
domestic argument, etc.). Although aides and
volunteers spoke of general issues that they
worked on with individual families (e.g., ad-

¢ Commission staff were not permitted to directly review records of five of the sample families, all
served by one program sponsored by a local Department of Social Services. The director of this
program acknowledged, however, that comprehensive treatment plans were not usually prepared.



Deidre and Kevin O.

Mr. and Mrs O., who are both in their late 30°s, have been married for ten years,
and they have a 4-year-old daughter, Denise, and a 3-year-old son, David. Both parents
share in household and childcare responsibilities, and neither works outside of the
home. Denise began kindergarten in September 1992, and David will be enrolled in
Head Start when he turns 4.

The family resides in a two-bedroom apartment. At the time of the Commission’s
visit, the apartment had been tidied, but it needed a thorough cleaning, and roaches
were an apparent problem. According to the parenting aide and Mr. and Mrs. O., the
children tend to be hyperactive, running around the apartment and jumping on the
furniture. Denise also has some more serious behavior problems, including frequent
tantrums and cursing and occasionally hitting other children and adults.

Mr. and Mrs. O. enrolled in the parenting program about a year ago, and they
receive approximately four hours of in-home services weekly. To date, the parenting
program has focused on helping the parents prepare nutritious meals, discipline their -
children effectively, and in making regular eye contact with the children when speaking
to them.

This family also receives many hours of extended family support eachweek. Mr.and
Mrs. O. receive a great deal of support from their parents, who provide financial
assistance and help with childcare tasks. Mrs. O.’s grandmother and aunt also live in
the same apartment building, and they, too, frequently stop in to help.

Ms. O. spoke up quickly when Commission staff asked what was the best part of
being a parent, “I like being responsible for the children and preparing the proper
foods.” Mr. O. said he enjoys the “senior role.” Although Mrs. O. could not think of
anything that she dislikes about parenting, Mr. O. stated, “[I don’t like] having to
repeat myself and having to hit the children.”

The parenting aide spoke positively about this family’s progress since enrolling in
theprogram and their long-term ability to elude any involvement with child protective
services. At the same time, the aide felt that the parents would continue to need support
services for many years to come.
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Figure 18: Service Plans and

Progress Reviews
{N = 41 Familigs)
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dressing discipline more consistently and calmly
or teaching basic cooking and shopping skills,
etc.), almost all aides and volunteers stated that
this was a job where one needed to do what
called out to be done first and to follow the
prestated treatmment plan second.

In this regard, it is important to reemphasize
that aides and volunteers, especially in pro-
grams which afforded ten or more hours of
service weekly, had often become far more than
teachers for the families they served. They were
mentors, case managers, friends, and vital life
lines to services and crisis resolution. They did
what needed to be done, when it was needed or
as they could make their resources stretch to do
it, and periodically they met with their supervi-
sors toreassess how their actual activities meshed
with the prepared treatment plan.

Prbgress Notes and Evaluations

. The Commission understands this common
sense approach to service delivery, which ap-
peared tomeet the practical and most imperative
needs of the families and to make allowances for
the almost always tight resources of the parenting
programs. At the same time, however, this ap-
proach also made explicit evaluations of a
family’s progress or lack thereof difficult to

33

assess or document. Progress notes, when they
were present (and three of the eight programs
had almost no notes whatsoever in the records),
usually described home visits and other staff
activities, but rarely directly related to treatment
plan objectives, except in general terms. Simi-
larly, none of the programs prepared summary
progressreports whichexplicitly identified skills
or competencies where parents had shown im-
provement, developed mastery, or had shown no
progress.

Interviews with directors of the eight pro-
grams indicated that all had some schedule for
formally reviewing a family’s progress, but the
frequency of reviews varied widely. Only one
program director (13%) reported consistently
conducting reviews at least monthly; three (38%)
reported holding reviews quarterly; two (25%)
reported holding reviews semiannually; and two
(25%) reported holding reviews annually.

Record reviews by Commission staff also
suggested that routine progress assessments for
many families were not based on a documented
record of events or improvements over time, but
rather on the more subjective cumulative verbal
assessments of program staff, For 19 of the 41
families (46%) in the Commission’s sample,
records did not include even monthly progress
notes. In addition to the absence of monthly
progress notes, these records usually included
very little information, if any, on the family’s
history, initial needs assessments, the parenting
program’s contacts with the family, the services
rendered, or the specific problems the family
was encountering. The scant record notes were
particularly problematic in view of the staff/
volunteer turnover of many programs. When a
staff person/volunteer left and a new person took
over, there was often little written history of
what had been done, what had worked, etc.

It appeared that, in the absence of standards
for the nature of treatment plans or their regular
monitoring, the parenting programs had devel-
oped a system that worked well for them as they



Beth |. and Paul S.

Ms. |. and Mr. S., who are both mildly mentally retarded, live with their three
children, Steven, age 4, Adam, age 3, and Timothy, age 2. This family was having
marked difficulties at the time of the Commission’s review. Local child protective
services had been involved with the family long term, and the volunteer, who spends

only three hours weekly serving the family, admitted to being overwhelmed with the
family's needs.

The family lives in a three-story walk-up apartment inanold, run-downapartment
building. The apartment’s back door exits onto a porch, with insecure, waist-high
railings and an open stairway with no door or gates. At the time of the Commission’s
visit, the landlord was repairing the central heat, and an unprotected space heater sat
in the middle of the living room in easy reach of the family’s young children.

At the time of the Commission’s visit, the apartment was very dirty, with piles of
laundry, garbage, and soiled diapers on the floor. Dishes were piled high in the sink,
and flies werefeeding off the food on thekitchen table. Some of the furniturewas broken,
and the living room couch was soaked with urine. Although the apartment has four
bedrooms, one bedroom was being “repaired,” toys were stored in a second bedroom,
the parents slept in a third bedroom, and all three children slept in the fourth bedroom.

Therewas no furniture in this room, except two mattresses which wereon the floor, and
it had no working light.

Although the volunteer had informed the family that Commission staff would be
visiting, only Mr. S. was home whenwearrived, but hewas interested in talking. When
asked what he likes most about being a parent, Mr. S. said, “I don’t know, but I love
my kids.” Mr. S. also affirmed, “I don't hit my kids.” He did note, however, that
parenting was sometimes difficult, and that the children are very active and they fight
with one another. He added that parenting Adam is especially difficult as he “is hyper
and tells us he hates us and doesn’t want to live here anymore.”

The volunteer spoke openly about her frustrations with the family and her fears for
the safety of the children. She noted that it was particularly frustrating, since neither
Ms. |. or Mr. S. were very consistent in following up on her recommendations,
especially in maintaining some order in the apartment.




sought to meet the immediate needs of families
on a day-to-day basis, often with limited re-
sources. What was lacking, however, was some
other formal mechanism which programs could
use to objectively evaluate the progress that
families were making and specifically their at-
tainment of skills, competencies, and behaviors
which ensured the proper nurturing, well-being,
and safety of their children.

Relationships with Local Child
Protective/Preventive Services

More than half of the enrolled families in the
eight programs had some current or recent rela-
tionship with their local child protective or pre-
ventive services. In addition, some families also
had some other regular contact with their local
department of social services around issues of
fiscal entitlements, request foremergency funds,
etc. In a significant minority of the families
studied, the family had also either been man-
dated or recommended to participate in the
parenting program as a result of a referral from
their local social services department.

Thus, as a matter of common practice, at
almost all programs visited, program directors,
as well as parenting aides and volunteers, had
ongoing contact with local social services offi-
cials. Most programs had also found themselves
in the difficult position of having to contact the
Child Abuse Hotline with an allegation of abuse
or neglect about one of their enrolled families.
Despite their frequent interaction, however,
parenting program staff and local social services
staff were not always in concert as they worked
with the enrolled families, and many of these
interactions were defined by informal and un-
written procedures.

On the one hand, parenting aides and volun-
teers sometimes felt that the child protective or
preventive caseworkers simply did not under-
stand the parents they served or their need for
clearer and more patient instruction and assis-
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tance. In some cases, parenting program staff
saw the protective and preventive workers as
bureaucrats with checklists to evaluate the par-
ents and their homes, but with little ability or
ume to teach or to belp. One program staff
person, for example, spoke with dismay about
the preventive worker who drove a mother to the
market to shop, but sat outside in the car, instead
of going inside the market with her to help her
buy appropriate foods. '

On the other hand, there was also an almost
inherent tension between the two staffs, as the
parenting program staff came to be recognized
as the “good” case managers who helped fami-
lies out of crises and the child protective and
preventive workers came to be inevitably seen
as the “‘bad” caseworkers, who threatened to
remove the family’s children unless specific
changes or improvements were promptly made.
Some programs visited spoke positively of this
dichotomy in the roles of the two family work-
ers, pointing out that the warnings of the protec-
live or preventive workers were often much-
needed catalysts to prompt the parents to re-
spond to recommendations that they were mak-
ing. Others were less comfortable and noted that
it would be more helpful if both caseworkers
collaborated more, sharing the workload and
ensuring consistent direction and support to the
parents. Reflective of these varying points of
view, some programs visited were relieved when
their local child preventive services would ter-

minate families once they enrolled in the

parenting program; others saw this termination
as an unwarranted break in services, more deter-
mined by a desire to reduce the county’s child
protective/preventive services caseload than any
assurance that the child(ren) was no longer at
risk. This ambivalence was also reflected in
program staff’s personal assessments of their
local child protective/preventive services.

Of the 18 parenting aides or volunteers who
traveled with Commission staffto visit the homes
of the 25 families in our second sample, 7 had



Anne T.

Ms. T. is 27 years old, and she has four children, Marjorie, age 8, Calvin, age 7,
Jimmy, age 4, and Larry, age 2. Marjorie has been placed in foster care, but the other
three children liveat home with Ms. T. and her boyfriend, Mr. V., who s [immy's father.
Both Ms. T. and Mr. V. are mildly mentally retarded, and both havea history of mental
health problems and alcohol abuse. Both have also been subject to several reports of

alleged abuse of the children, and their relationship is disrupted by periodic domestic
violence.

According to the parenting program staff, despite their intervention, circumstances
are not usually good in the household. Ms. T. typically spends her momnings in bed,
allows the older children to do what they want, and leaves the baby alone. The children
are also usually poorly groomed and often dirty. Staff also reported that Ms. T. has
regular problems assuring her children a nutritious diet or proper medical care.
Although Ms. T. has extended family members in the area, they are reportedly not a

good influence. Staff reported that her sister often takes her money and that her brother
is currently in jail. .

All of the three children at home have also had their personal difficulties. Calvin,
age 7, has been classified as learning disabled. He has behavioral problems in school,
which include frequently hitting other children. Diagnosed as mentally retarded,
Jimmy, age 4, was recently the alleged victim of a child abuse report filed by program

staff when they noted unexplained burn marks and welts in the shape of a hand print
on his body.

Theyoungest child Larry, age 2, spends his day at home, but the parenting program
staff are attempting to enroll him in an early intervention program, which they hope
will compensate for the limited stimulation he receives from his mother. A little more
than a year before the Commission’s visit, Larry, too, was the victim of child abuse.

Reportedly, Larry’s father (who no longer lives in the household) broke Larry’sarm in
three places when he would not stop crying. ’

Despite its many problems, Ms. T.’s family receives only seven hours of in-home
service weekly from the parenting program. Although the program would like to offer
more services, their resources are limited, and Ms. T.’s willingness to havea parenting
aide in the home more often is also questionable. Although the family is on the rolls of
the local child protective and preventive services, the parenting program staff reported
that these case managers have very limited contact with the family.

36



contact with their local child protective services
and were willing to offer specific satisfaction
ratings of the services they received. Approxi-
mately one-half of these aides/volunteers indi-
cated they were “very satisfied” (29%) or *“sat-
isfied” (29%) with these services. In contrast,
however, 43% indicated they were “dissatis-
fied” and supplemented their assessment with
specific reservations about available services

(Figure 19).

‘When to Call the Hotline?

Each of the eight programs also had its own
usually unwritten protocol for determining when
to contactchild protective or preventive services
or the Hotline on behalf of individual children.
Although all programs reported that, when war-
ranted, they would contact the Hotline, at all
programs, making a call to the Hotline was
viewed as an absolute last resort which would
likely irrevocably damage the parent’s trust in
the parénting program staff. Three programs
went further, reporting that they believed they
could assist enrolled families best by avoiding,

whenever possible, being identified with local
child protective or preventive services. Each of
these three programs kept very sparse progress
notes, in part, according to the program direc-
1013, to ensure that their records would not be
subpoenaed in child protective cases.

At all but one of the programs, the Commis-
sion came to learn about at least one family
where one or more young child(ren) appeared to
be in significant jeopardy of serious harm, either
because of neglectful nutrition, medical care,
and/or supervision. Although these families rep-
resented a minority of the families served by any
one of the programs, their circumstances raised
concerns. In discussing these families with the
parenting program staff, Commission staff tried
to understand why Hotline calls had not been
made.

In many cases, we learned that the family
was already on a child protective and/or preven-
tive services caseload and had an assigned case-
worker and that the parenting program staff
assumed this caseworker would take care of any
needed reports. In most of these instances, there

————

Figure 19: Parenting Aide/Volunteer Satisfaction

with Local Child Protective/Preventive Services
(N = 18 Aides/Volunteers)*

Very Satisfied}

to Offer a Rating

"These 18 aides/volunteers accompanied Commission stalf on home visits to the 25 familios.




Andy and Patricia D.

Mr.and Mrs. D. arebothmentally retarded. Mr. D. also has a long history of alcohol
and drug abuse. At the time of the Commission’s visit, the couple had three children,
Douglas, age 5, Janice, age 4, and Billy, age 2, and they were expecting their fourth
child. Mr. and Mrs. D. also had one child who reportedly died of sudden infant death
syndrome. All three of the children have been diagnosed as learning disabled, and Billy

has also been diagnosed as mildly mentally retarded, with a tendency toward head
banging.

This family was referred to the parenting program by the staff of the sponsoring
agency'searly intervention programwhichtwoof the children attend. Early intervention
program staff reported that the children often missed the program and that when they
attended, they wore ragged, inappropriate clothing and had very poor personal
hygiene. .

Since enrolling in the parenting program, Mrs. D. has made some improvements
in getting the children off to school and in attending to their personal hygiene.
Although Mr. and Mrs. D. are only marginally committed to the parenting program,
they have reportedly formed a good relationship with their volunteer who spends four
hours a week in their home and an additional three hours each week observing the
children in preschool. A primary treatment goal for Mrs. D. is to learn to engage in
playtime activities with her children.

Parenting program staff acknowledged that despite some progress, things are still
very unsettled in this family and that the appropriate nurturing and safety of the
children is not always assured. Another major issueis Mr. D.'s continued and virtually
daily abuse of alcohol and/or illegal drugs, often with his family members, who
reportedly always stop in and “party” when the family’s entitlement check arrives.
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was regular verbal (usually telephone) contact
between the parenting program staff and the
protective/preventive worker assigned to the
family, although these communications were
rarely committed to writing.

In other cases, parenting program staff re-
ported that in the recent past they or others had
made many calls to the Hotline about the family
for similar incidents tono avail and that they had
come to understand that the Hotline just would
not respond to this type of report.

Finally, in some cases, it seemed that the
parenting program had simply worked with the
family, going from one crisis to another, with no
clear time intervals for evaluating progress and/
or making the difficult decision that the parenting
situation may not be resolvable. In the interim,
it was not so much that the parenting program
decided not to call the Hotline or to make a more
formal report to its local child protective or
preventive services about the family, as that it
simply never stopped long enough to consider
this alternative.

Through these discussions with staff at the
parenting programs, the Commission came to
appreciate more fully their difficulties in making
adecisionto call the Hotline and the intervening
circumstances which affected their decisions. At
the same time, however, inthe absence of formal
risk assessments of children at regular intervals,
some formality in contacts and written commu-
nication between program staff and local child
protective and preventive services staff, and a
clear understanding of staff’s legal reporting
responsibilities to the Hotline, some required
reports to the Hotline either were not made or
were made late by the programs, leaving chil-
dren at unnecessary risk of harm and serious
mnjury.

Agency Oversight

Throughout the Commission’s review of the
parenting programs, one fact stood out from the
very beginning—the sponsoring agencies, pro-

gram directors, staff, and volunteers were very
committed to the programs and the families they
served. In-all cases, sponsoring agencies also
took on these programs largely to meet a visible
unmet need in their communities, not because
resources had become available to serve this
population. One way or another, with direct
matching funding and/or by borrowing from
services of their other programs, all of the spon-
soring agencies had made substantial funding
commitments to the programs.

Thus, all of the sponsoring agencies had a
substantial investment in the parenting programs,
and their successes and work with the enrolled
families was a subject of agency interest and
involvement. At the same time, however, the
Commission generally found little formal agency
oversight of the parenting programs, which also
enjoyed the status as an uncertified program
from the Office of Mental Retardation and De-
velopmental Disabilities, free from state over-
sight and regulation. In some cases, serious
incidents which occurred in families were re-
ported and reviewed by the agency’s incident
review committees, but this was not usually the

- case, as family incidents usually occurred when
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no program staff were present and had no con-
nection with the parenting program.

Meetings with senior agency staff to review
particularly problematic families or to review
whether Hotline calls or child protective/pre-
ventive contact should be made were not regu-
larly scheduled at any of the programs. Simi-
larly, senior agency staff provided no regular
oversight of program decisions about how to -
follow up with high-risk parents who terminated
their program enrollment or whether to notify
child protective or preventive services. Periodi-
cally, all program directors discussed these types
of decisions with senior agency staff, but in
almost all cases, it was incumbent on the director
to initiate these discussions, which were not
regularly scheduled. There was also no regular
oversight by the sponsoring agencies’ board of
directors at any of the programs.



In questioning this lack of sponsoring agency
oversight of the operations of the parenting
programs, the Commission is not implying that
most programs were operating poorly. Although
in three cases the Commission noted problems
in the daily operation of the parenting programs
which clearly warranted senior agency staff
intervention, in most cases these programs were
being run very capably and competently by their

programmanagers. Nonetheless, these programs
clearly presented enormous risk management
issues for even the ablest program managers and
staff. Additionally, as noted above, the program
staffinevitably became very personally involved
with the families they served. In these situations,
it is always helpful to have an independent third

party, who is not so personally involved, review-
ing decisions.



Chapter \
Measuring Program Success

As noted in Chapter I of this report, objectively
measuring the success of the eight programs in
meeting the needs of parents with developmen-
tal disabilities and their children is difficult for a
number of reasons. The eight programs differed
significantly in the services they provided and
the resources they had available, confounding
evaluative comparisons across programs. The
absence of good recordkeeping by almost all of
the programs, as well as no common data collec-

tion on the families enrolied and their successes

and problems, also precluded any objective “out-
come” assessments for the programs’ efforts.

Notwithstanding these significant limitations,
however, the Commission is able to offer some
commentary reflective of the programs’ effec-
tiveness. At each of the programs, program
directors, parenting aides, and volunteers of-
fered their self-assessments of their program’s
overall effectiveness, as well as its effectiveness
withindividual families. Additionally, Commis-
sion staff solicited parent assessments of the
programs from the 25 families in our second
sample.” Other commentary related to the pro-
grams’ effectiveness is drawn from on-site data
collection related to operational program stan-
dards, the adequacy of programs’ staffing and
budgets to meet families’ needs, and the ac-
countability of the safety net and risk manage-
ment features of the programs.

Overview

As detailed in this chapter, self-assessments
of the programs by the program directors and

parenting aides and volunteers were uniformly
positive. The 25 parents interviewed by Com-
mission staffalso gave the programs high marks.
These self-assessments generally matched the
assessments of Commission staff who visited
the programs. Although certain operational prob-
lems tended to be common among most pro-
grams and two programs, in particular, appeared
to suffer from more serious operational difficul-
ties, Commission staff were impressed by the
dedication of program staff to the families, as
well as their success in making many concrete
and measurable positive changes in the lives of
the parents and children they served.

Especially noteworthy were the immediate
benefits accrued by many of the enrolled fami-
lies who moved to more adequate housing, who
were assured needed assistance and guidance in
preparing more nutritious meals, and who ob-
tained needed medical and mental health ser-
vices. Program staff also reported that many of
the younger children have made clear-cut gains
in language development, small and large motor
coordination, attention spans, and social skills
as they gained access through the assistance of
parenting aides and volunteers to early interven-
tion and other preschool programs. In three
programs, supportive housing/foster family
placements also afforded some families with a
level of supervision and services that provided a
secure safety net for their children.

Notwithstanding these important contribu-
tions of the parenting programs to the well-being
and safety of the families, however, the pro-

7 Although three of the eight programs reported conducting consumer evaluation surveys, collected data
from these surveys were usually very limited and not sufficient for analysis.
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grams also had their limitations. All operated
informally, and the institution of program stan-
dards for treatment/service plans, progress notes,
and communication and coordination with other
agencies was clearly needed by most of the
programs. More critically, more formal risk man-
agement protocols, designed to assure greater
accountability and oversight by senior agency
admuinistrators and boards of directors of the risk
of abuse and neglect to individual children, were
needed by all programs. Despite their short-term
successes, most of the programs also operated on
extremely sparse budgets and had questionable
access to continued stable long-term funding.
Most of the programs will require both greater
and more stable funding if they are to continue to
provide quality services for the extended periods
of time that these families will require.

In summary, on most available indicators, the
parenting programs received high marks for their
short-term gains with families. At the same time,
specific ipprovements in some aspects of the
programs’ daily operations, the enhancement and
stabilization of their funding, and the develop-
ment of more accountable risk management pro-
tocols will be critical for these programs long
term. ‘

Itis alsoimportant to emphasize that, for most
of the parents enrolled, parenting programs helped
them to compensate for their cognitive limita-
tions, but they did not change them. Reflective of
this essential fact, program staff assessed few of
the parents as likely to “graduate” from their
programs any time in the near future. Thus, like
most services to persons with mental retardation,
the services of the parenting programs must be
recognized and funded as long-term services if
the objective of holding natural families together
is to be maintained.

Self-Assessments by Program
Directors and Staff

Commission staff asked program directors to

rate the effectiveness of their programs from the
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perspective of all enrolled families and from
the perspective of the 41 families in the

-Commission’s initial sample. In addition, paid

parenting aides or volunteers were asked (0
assess the effectiveness of the program for the
25 families in the second sample.

Forall assessments, respondents were asked
to provide separate effectiveness ratings for the
programs’ helpfulness to the parents and to the
children. All ratings were made on a five-point
scale, where “1” indicated incffective, “3” in-
dicated effective, and “5” indicated very effec-
tive.

All of these self-assessments resulted in
generally positive ratings of the programs’
effectiveness, with less than effective ratings
usually assigned to fewer than 15% of the
families in either of the two Commission
samples. At the same time, the effectiveness
ratings across the eight programs and among
their enrolled families varied across the five-
point scale, and as a general rule, “5” or “very
effective” ratings were awarded to only about
25% of the families served.

As shown in Figure 20, program directors’
overall assessments of their programs’ effec-
tiveness in helping the children in the enrolled
families were uniformly high, with five of the
eightdirectors giving their programs arating of
“4” (three programs) or “5” (two programs)
and no director giving his or her programaless-
than-effective rating. Program directors’ over-
all ratings for their programs’ effectiveness in
helping the parents were slightly less positive,
with one program director rating the program
as less than effective with a “2” rating, but five
of the eight directors awarded “4” (three pro-
grams) or “5” ratings (two programs) in this
area as well.

When program directors were later asked to
provide effectiveness ratings for each of the 41
families in the Commission’s initial sample,
their ratings corresponded to their overall posi-
tive program assessments, although these rat-
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ings reflected the vanable success of the pro-
grams with individual families (Figure 21), For
example, in terms of helping the children, direc-
tors rated their programs as more than effective
for 48% of the 41 families. In contrast, directors
rated their programs as less than effective in
helping the children in 14% of the families, with
12% of the families receiving a “2” rating and
one family (2%)receiving a**1” rating. Program
directors gave almost identical ratings to the
effectiveness of the programs in helping the
parents, although no “1” ratings were given.

On the return visits to the programs, Com-
mission staff visited the homes of the 25 families
accompanied by the paid staff person or volun-
teer who was working with the family. In total,
18 different staff or volunteers accompanied
Commission staff on these visits. As with the
program directors, these staff and volunteers

were asked to assess both the overall effective-

ness of their programs and their effectiveness in
helping the individual families visited. Assess-
ments by these front-line staff tended to be
consistent with, if slightly more positive than,
those of the program directors.®

Front-line parenting aides and volunteers at
all programs gave high overall ratings of the
programs’ effectiveness. Nearly half of these
front-line staff (44%) gave their programs an
overall “5” or “very effective” rating in helping
both the children and the parents, and no front-
line staff person gave his or her program an
overall rating of less than “3” or “effective.”
Front-line staff gave their programs similarly
highratings in helping the 25 individual families
visited. Front-line staff and volunteers gave “4”
or “5” ratings for the programs’ effectiveness in

belping parents in 72% of the families. Front-
line staff also assigned these high ratings for the
programs’ effectiveness in helping children in
60% of the families. Of note, no front-line staff
person indicated that his or her program had

been less than effective in assisting any of the 25
families visited.

Continued Assistance Needed by'
Most Parents Served

For most families, these overall high marks
of the programs’ effectiveness, however, did not
reflect program staff’s belief that the family
would soon be ready to “graduate” from the
services of the parenting program. Only 5 of the
25 families (20%) were judged by their aide or
volunteer aslikely to be ready to graduate within
a year or two. Forty-four percent (44%) of the
families were appraised as needing help even
after their children reached adulthood, another
20% were appraised as needing help until their
children reached adulthood.

Parenting aides and volunteers also acknowl-
edged that all does go well day-to-day for many
of the families served and that ongoing obstacles
to their effectiveness are to be expected with the
job. When asked to provide specific examples of
ongoing problems, aides and volunteers pro-
vided a considerable list (Figure 22), with many
comments centering on the parents’ periodic or
ongoing resistiveness toward services. These
comments were also consistent with the gener-
ally high reported family drop-out rates of most
of the programs. Although some programs had
markedly higher drop-out rates, most programs
“lost” one family for every two to three it suc-
cessfully enrolled for at least one year.

? Alikely explanation for the slightly more positive rating of the front-line staff may be the “self-selection”
process for the 25 families visited. As noted earlier, the Commission staff only visited families who
consented to visits. Although these families shared a common profile with the larger initial Commission
sample of 41 families, a larger percentage of the families visited had been enrolled in the parenting
programs for more than one year, and as a group, these families tended to be more compliant and committed

to the parenting programs.



Sharyl D.

Ms. D. is a 27-year-old mildly mentally retarded mother of three children, Cindy,
Paul, and Barbara, ages 9, 6, and 4, respectively. As a child, Ms. D. was abused, and
asanadult, she has often becomeinvolved in unstable relationships marred by domestic
violence.

All of the children are reportedly well-behaved, and they also play together nicely.
Cindy is reportedly doing well in school, but Paul has been diagnosed as mildly
mentally retarded and learning disabled. Barbara is not yet enrolled in school, but
program staff report that she appears to have no disabilities. -

Over time, a number of allegations of neglect have been filed against Ms. D., and
all three children have been on local child protective services caseloads at one time or
another. Program staff reported that while Ms. D. usually provides the best she can for
her children, she does not always know their whereabouts, and there,are persistent
questions about how well she supervises their daily activities. Ms. D. also continues

to need substantial help in ensuring appropriate nutrition and discipline for her
children.

Ms. D. spends her day assisting Cindy and Paul in getting ready for school, doing
housework and shopping, and babysitting her neighbors’ children free of charge. On
weekends, she often takes her children on outings to the zoo, parks, and restaurants.

In addition to case management services, Ms. D. receives 17 hours of service each
week from the senior volunteer of the parenting program. The volunteer assists Ms. D.
in household chores, parenting training, attending medical appointments, and
contacting school programs. Ms. D. also usually attends the weekly parenting class.

Ms. D. is reportedly very committed to the parenting program, and her volunteer
reports that she has made progress in her housekeeping skills, in getting her children
off to school, and in attending parenting classes. Despite this progress, however, Ms.
D. needs significant training in providing adequate nutrition and appropriate
discipline for her children, and program staff belicve that she will continue to need
significant support and assistance as long as the children are at home.




Figure 22: Volunteers/Parenting
Aides Share Their Difficulties in
Working with Families

. when mothers do not want help and
are noncompliant.

. . when her husband interferes, she can
be easily influenced and resist sug-
gestions.

.. different parenting styles can make it
difficult.

.. when trying to get parents to under-
stand and to do things.

. . Sometimes parents are untrustworthy
and resistive of staff; they would pre-
fer to have staff perform tasks while
they watch TV,

.. when parents do not get up in the
morning and attend to their children’s
needs.

In short, the high self-assessment ratings of
the programs by their directors and their front-
line staff must be interpreted in the context of the
reports of program staff that most of the families
will continue to need substantial assistance and
support long term and that many families who
enroll 1n their programs drop out after a short
time in services.

The Parents’ Evaluations

In visiting with the 25 families, Commission
staffalso solicited their opinions of the help they
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received from the parenting aide/volunteer, as
well as additional help or services they needed.
but were not getting. The parents’ comments
about their aides and volunteers were univer-
sally positive, and many were also very specific
in identifying the assistance offered them.

Another striking aspect of the parents’ com-
ments was their consistent reference to their
aides or volunteers more as mothers’ helpersand
friends, than as teachers. Although some parents
specifically identified a skill they had learned to
door had learned to do better with the assistance
of their aides or volunteers, many more parents
spoke of their aides or volunteers as valuable
“assistants,” who made parenting and house-
hold chores manageable.

[She] helps cook and teaches me how to
care for the baby. Ineed alot of help with
cooking.

[She helps] by listening 10 me and helping
with shopping, cooking, and budgeting.

[She] helps me with my kids.

[She] tells me how to take care of the
baby. She tells me about being pregnan.

[She] plays with the kids so I can get
work done.

She's sweet; she’s like a friend. 1 like
talking with her.

She’s helping me potty train my son.

Idon't feel so upset and anxious after 1
talk with [my volunteer]. I get upset
easily, but I have to learn 10 stay calm.

Talking with [my aide] helps. I spend
more time with my children.

She tells the children they need to clean
up after playing.

[She] helps me with everything—
parenting, taking care of my babies,
shopping, cooking, appointments.



[She is] teaching me to bathe my baby.

[She] helps me with my children. She
teachesmetobeagoodparent. Icouldn’t
manage without her.

(She] explains things, encourages and
supports me.

When asked if there was additional help they
needed, many of the parents visited (66%) of-
fered no suggestions, but the remaining one-
third asked for a vanety of other services.

1] wdnt to go to school and learn more
so I can teach my child.

[1] need someone to come in one time a
week to clean the house. I also need
someone to baby-sit at least one night a
week,

[1 need) transportation to doctors’ ap-
pointments.

[1] would like to find a recreation pro-
gramformy son. Iwould also like respite
services.

I want a new apartment and a new
school for my son.

I want to learn to sew.

I wish that we could live by ourselves
[instead of in a supportive apartment]
and that we had more money.

Program Operations

From an operational perspective, the eight
programs were characterized both by their vari-
ability and their informality. As discussed in the
previous chapter, the sponsoring agencies of the
eight programs had not held their parenting
programs to the basic operational criteria of the
other certified programs they sponsored
(Figure 23). Perhaps due to their demonstration
nature, their short-term funding, and/or the lack
of any state certification requirements, almost
all of the parenting programs tended to have
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Figure 23: Limitations of Programs

v" Few expectations for operational
standards

Admission procedures
Service planning

Progress notes

Service reviews

v' Inadequate funding

v" No assurances for long-term funding

loose standards for treatment and service plan-
ning, and especially the statement of specific
treatment/service objectives, regular progress
notes by front-line staff, and formal reviews of
the families’ progress or ongoing difficulties.

Similarly, standards for ongoing communi-
cation and coordination with other community
service providers working with their enrolled
families was a weak link for many of the pro-
grams. Most seriously, relationships between
the parenting programs and local child protec-
tive and preventive services were conflicted in
most of the communities visited. Although
Commission staff came to appreciate the intrica-
cies and difficulfies of these relationships
throughout the course of this evaluation, it was
equally apparent that smooth, predictable, and
accountable communication between parenting
programs and local child protective and preven-
tive services, as well as other community agen-
cies, was vital to the safety and well-being of the
children and the parents enrolled in their pro-
grams. Thus, the need to formalize and strengthen
the parenting programs’ standards governing
these relationships is great.



Jodie C. and Russell L.

Ms. C.and Mr. L., are both in their mid-thirties. They share a home with Mr. L.’s mother,
with whom Mr. L. has lived most of his life. Ms. C. and Mr. L., who are not married, also have
a I-year-old daughter, Stephanie, who lives ina foster care home. Stephanie has severe cerebral
palsy and her right side is paralyzed. According to program staff, Stephanie has never cried,
and she will most likely never walk or talk. At the time of the Commission’s visit, Stephanie
had already moved onto her second foster home.

Unlike Mr. L., Ms. C. had a long history of out-of-home placements as a child. At the age
of four she was placed in foster care. Later she moved from foster home to foster home; at age
8, she moved to one state institution, and then at age 16, to another institution. Atagel7, Ms.
C. moved to a community residence, which she left four years later when she married. Ms. C.’s
marriage, disrupted by domestic violence, lasted only four months. ’

The parenting program staff could provide little information about Ms. C.’s life in the
interim between her brief marriage and her relationship with Mr. L., but they did report that
Mr. L. and Ms. C. have been together for three years and that they had been enrolled in the
parenting program for six months at the time of the Commission’s review. Reportedly, Ms. C.
and Mr. L. joined the program primarily to regain custody of their daughter, Stephanie, who
was removed at birth due to “anticipatory neglect.”

Mr. L. has held a full-time job since 1975 (age 22) with the local town. Ms. C., who is not
employed, spends her days shopping, visiting friends, and going to activities at the parenting
program. According to the parenting program staff, Ms. C. and Mr. L. are very social. They
are members of a weekly bowling league, and they frequently eat out with friends.

At the time of the Commission’s visit, Ms. C. and Mr. L. were receiving about six hours
of services weekly from the parenting program. The parenting program volunteer supervises
two-hour visits between Stephanie and her parents twice each month in their home, and also
provides case management services. Ms. C. also attends two one-hour individualized
parenting classes each week conducted by her volunteer. In addition to services from the
parenting program, Ms. C.and Mr. L. attend Parents’ Anonymous meetings, and they receive
legal advocacy and counselling services.

By all accounts, Ms. C. and Mr. L. are very committed to the parenting program and
motivated to do whatever they can to have Stephanie home with them soon. The program staff
support this goal and strongly believe that, despite Stephanie’s physical and mental disabilities,
Ms. C. and Mr. L. can appropriately care for her.
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Most programs also had flexible admission -

criteria, which generally opened admission to
any parent with a cognitive limitation who was
referred or who personally requested admission.
The director of only one of the programs spoke
explicitly about limiting program enrollment to
parents whom she believed the program had a
reasonable potential to help. Most program di-
_ rectors, in contrast, limited enrollment primarily
based on their program’s capacity. These latter
programs typically served a number of families
whose commitment to the program was mar-
ginal and whose children remained in ongoing
jeopardy of neglect and/or abuse, despite the
program’s intervention.

Most of the sponsoring agencies of the
parenting programsrecognized these operational
shortcomings of their programs and were mov-
ing to make necessary changes to bring these
programs up to the standards they held for their
other services. Simultaneously, however, it was

clear thatresources also played a substantial role*

in the informality of most of the programs’
operations. Surviving on sparse budgets, most
of the programs had compromised the formality
of program operations for more staff time de-
voted to direct family services. Without addi-
tional resources, itis questionable whether these
programs will be able to meet accepted stan-
dards for treatment/service planning, progress
notes, and regular progress reviews or commu-
nication with other agencies, including their
local child protective and preventive services.

Program Funding

Another obvious need of the programs was
a stable source of funding, and in almost all
cases, a substantially increased per family fund-
ing allowance. These demonstration programs
were conceived with an expectation that volun-
teers, paid the marginal federal stipend allow-
ance of $2.35/hour, would provide the bulk of
the direct services to individual families. As
documented in this report, most of the sponsor-
ing agencies soon determined that this “volun-
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teer” staffing could not constitute the backbone
of their programs.

Paid parenting aides, usually without sig-
nificant professional education or training, pro-
vided quality staffing at most of the programs.
The Commission came to question, however,
whether the wages of the parenting aides, rang-
ing from minimum wage to $6.50/hour (at one
program), were commensurate with the respon-
sibilities and demands of their jobs for indepen-
dent judgment, initiative, and competence. The
jobs of parenting aides were more comparable to
those of intensive case managers, yet the highest
paid parenting aide in the eight programs re-
ceived an annual salary of only $15,000 and the
lowest paid received an annual salary of only
$8,840.

It was also apparent at most programs that
most families would have benefited from more
hours of service weekly, but that available staff-
ing limited the assistance and support that could

be provided. Additionally, most program staff
recognized that continued service to their en-
rolled families, as their typically very young
children entered grade school and later middle
school and high school, would necessitate an
augmenting of their services. Most apparently,
most of the children would need assistance with
school work that their parents may not be able to
provide.

Program directors and front-line staff also
uniformly acknowledged that the social isola-
tion of the families, and especially the children
from other children in their communities, was a
significant problem which their programs, given
current resources, could address in only a lim-
ited way. This outstanding unmet service need
would become only more critical as children
grew up and their healthy development de-
pended on satisfactory friendships with peers, as
well as their parents.

Finally, as reported above, prompt *“gradua-
tion” from services was not a realistic goal for
most of the enrolled families. While program



Figure 24: Trouble Spots for
Programs
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staffuniformly reported that most parents gained .

parenting skills and confidence through their
programs, they also indicated that for most of
their families, long-term assistance and support
would be needed. Success, therefore, would be
measured more by the continued enrollment and
progress of families, not program graduation.
This reality reinforced the importance of stable,
long-term funding for programs serving these
families. It further suggested that waiting lists of
parents with mental retardation, maintained by
most of the parenting programs, could be reached
only if the programs were afforded additional
resources.

In summary, stable and enriched funding
appeared to be imperative to the continued op-
eration of the eight parenting programs. Upon
termination of the Developmental Disabilities
Planning Council demonstration funding grants,
it appeared that most of the programs would
need to consider whether alternative funding
sources could meet both of these criteria. Con-
tinuing these programs with marginal and tem-
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porary funding would make it extremely un-
likely that the programs would be able to shore
up their existing operational limitations, much
less extend their services to meet the additional
needs of the families, as their children passed
through toddlerhood.

Risk Management

Across all of the parenting programs visited,
the Commission was perhaps most struck by the
enormous undertaking of their sponsoring agen-
cies in agreeing, with the assistance of a rela-
tively small grant from the Developmental Dis-
abilities Planning Council, to reach out to par-
ents with mental retardation and cognitive limi-
tations in their communities. Serving these par-
ents and their children placed these agencies on

-the frontier of new areas of service delivery,

where standard criteria for *good” programs are
still undeveloped, and the dangers of
unpreventable or unintended human error may
be grave.

The commitment, resourcefulness, and cour-
age of these sponsoring agencies and their
parenting program directors and staffin meeting
these challenges were often remarkable. Simul-
taneously, however, the directors of all of the
parenting programs frankly acknowledged that
their services and benefits carried with them a
heavy ongoing burden of potential risk to chil-
dren. Each of the programs visited had devel-
oped its own—often unspoken and always un-
written—method for managing this risk
(Figure 24). In some programs, with some fami-
lies, these informal systems worked better than
inothers. In all instances, their effectiveness was
vulnerably dependent on the judgment of indi-
vidual front-line aides or volunteers and pro-
gramdirectors, who made risk assessments with-
out the advantage of standardized assessment”
tools and often without the reliable record of
regular record notes charting the families’ his-
torical progress toward treatment/service plan
objectives.



A few of the programs had taken the formal
position that they did not want to be any part of
adecisiontoremove children fromtheir parents.
In particular, they sought to avoid ever being a
record source for local child protective and
preventive services, but essentially kept no sub-
stantive record notes of their involvement with
enrolled families. More typically, however, pro-
gram directors, aides, and volunteers wrestled
with “risk management” informally, as specific
family crises caused them to reevaluate whether
maintaining the family unit was truly in the best
interest of the children.
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None of the programs visited had developed
formal nsk management protocols with the re-
quired oversight of senior agency administra-
tors and boards of directors to govemn their
interventions with individual families and their
communications with local child preventive and
protective services. Although the absence of risk
management protocols was not unreasonable,
given the incipient nature of their services to
parents with mental retardation and cognitive
limitations, putting such procedures in place, in
coordination with local child protective and
preventive services officials, was clearly apress-
ing imperative for all the programs.



Chapter VI
Conclusions and Recommendations

Asillustrated in this report, heterogeneity seemed
to be the trademark of the eight parenting pro-
grams. Although the NYS Developmental Dis-
abilities Planning Council had expected the eight
programs to rely on a common service delivery
model, beavily dependent on senior citizen vol-
unteers, the Commission found eight unique
programs. Each program was also learning by
doing, and making significant changes in how
they served families as they moved ahead. For-
mal recordkeeping and service outcome data
were also not strong features of any of the
programs. To the extent that the DDPC intended
toevaluate the effectiveness of either the “model”
or the programs’ actual outcomes with families,
these expectations appear not to have been ab-
sorbed by any of the programs.

The differencesinthe programs, the absence
of historical recordkeeping, and the changes the
programs were undergoing made conducting a
formal comparative evaluation of the programs
difficult. Nonetheless, through site visits, re-
views of case records and fiscal reports, and
interviews with program directors, parenting
aides, volunteers, and the parents themselves,
the Commission was able to learn much about
the benefits, as well as the needs and difficulties,
of the programs.

Larger, better-funded agencies were able
to offer important advantages, including
easy access to agency-sponsored pre-
school and supportive housing programs.
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Adequate, Long-Term Funding
Is Essential

As noted in this report, the Commission
discovered that the programs operated with very
different resources. The annual budgets of the
programs’ sponsoring agencies ranged fromless
than $2 million to over $25 million, and larger,
better-funded agencies were able to offer impor-
tant advantages, including easy access to agency-
sponsored preschool and supportive housing
programs.

Annual per family funding rangéd from
less than $5,000 at one program to over
$10,000 at another.

Funding for the parenting programs them-
selves also varied by more than 100%, largely
because some agencies had successfully lever-
aged non-DDPC funding sources, including
OMRDD grants and Medicaid case manage-
ment funds, to supplement their grants from the
Council. FY 1991-1992 funding ranged from
under $60,000 to over $100,000. And, although
better-funded programs usually also served more
families, this was not always the case, and
annual per family funding ranged from less than
$5,000 per family at one programtoover $11,000
per family at another. ‘



These differences 1n available resources

armong the parenting programs took on an even
greater significance as the directors of all the
programs told the Commission that their exist-
ing funding was not adequate to meet the needs
of many of the families they served and that most
of their families would need intensive services
for years to come. Program directors, as well as
parenting aides and volunteers, noted that they
needed smaller caseloads and more time to
provide in-home services for a significant per-
centage of the families enrolled.

The Commission, like most of the spon-
soring agencies, came to appreciate that
while volunteers could be a valuable as-
setto parenting programs, paid parenting
aides were also essential.

Program directors assessed 74% of the 41
families in the sample as having at least one
significant unmet service need, and they esti-
mated that two-thirds of the families would
require services at least until their children
reached adulthood. Program directors affirmed
that these programs assisted the parents in func-
tioning more effectively with their limitations,
but that the programs did not, in rost cases,
make enduring changes in the capacities of the
parents to meet the changing challenges of rais-
ing children on their own.

Whether or not these programs could be
effectively staffed primarily with volunteers, as
originally proposed, was also a central resotrce
issue. Four of the eight programs found that their
programs could not function with a primary
reliance on volunteers to assist families. Of the
other four programs whichrelied extensively on
volunteers, one had closed during its first year,
another served only five families, and one relied
extensively on enriched foster care placements

for half of their enrolled families.

The Commission, like most of the sponsor-
Ing agencies, came to appreciate that while
volunteers could be a valuable asset to parenting
programs, paid parenting aides were also essen-
tial. As delineated in the many family vignettes
in this report, many of the families served had
multiple problems, which would be difficult for
even the most competent and dedicated volun-
teer to address. Other families needed more
hours of service weekly than most volunteers
would be able to offer.

These Are Challenging Programs

The experiences of the programs also sug-
gested that these were not easy programs to
operationalize. Almost all of the programs re-
quired funding for a four to six month start-up
period before they began to serve families; one
program closed within the first year; and one
other program remained very small, serving
only five families.

It became apparent that the programs’ focus
onin-home service delivery required them to be
very sensitive to individualization of their ser-
vices. Selecting the right people to assume this
intrusive service delivery role, matching aides
and volunteers with families, and keeping fami-
lies engaged in services were common initial,
and in some cases ongoing, problems for the
parenting programs.

Although parent training remained the
goal, usually the majority of staff time
was spent in direct family assistance and
support.

~ Program directors alsoreported that the cog-
nitive limitations of the parents presented real
challenges as they attempted to construct viable
parenting teaching and learning situations. Al-

- though all programs offered parenting classes,

most found thatin-home teaching—with aheavy
reliance on aides and volunteers doing tasks



alongside of the parents—was the most success-
ful model. Additionally, almost all programs
spent more time in direct assistance to families
in finding adequate housing, in transporting
parents to stores and doctors, in relating with
teachers, in helping with cooking, cleaning, and
childcare than they had originally intended. As
a result, although parent training remained the
goal, usually the majority of staff time was spent
in direct family assistance and support.

High Turnover Rates in Enrolled
Families Are Common

Despite their start-up difficulties, however,
almost all programs were operating at maximum
capacity by the fall of 1991. In fact, most pro-
grams had at least one family on a waiting list.
It seemed that families headed by at least one
parent who was mentally retarded were fairly
common in all of the communities studied, and
that once the parenting programs’ services be-
came known, referrals were plentiful.

If program referrals were plentiful, how-
ever, so were program discharges. Five of the
eight programs had annual dropout to enroll-
ment rates of over 40%. The parents’ reasons for
dropping out varied, but most centered on the
parents’ reluctance to take outside direction or
their discomfort with the intrusiveness of in-
home services. Keeping families engaged and
interested in services was an ongoing service
delivery issue for all of the programs.

Keeping families engagedin services was
an ongoing issue for all of the programs.

Although many factors influenced the drop-
out rates of the programs, their informal admis-
sion practices certainly played a role. Referred
families who wanted services were usually ac-
cepted, if space was available. Formal assess-
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mneats, including psychological testing and daily
living or parenting functional assessments, were
not usually critical steps in the admission deci-
sion-making process.

Many parents had avoided the label,
mentally retarded, for years, and they
were not willing to accept it now—just to
enroll in a parenting program.

While the programs’ assessment policies
could be partially attributed to their limited
clinical resources—they also reflected the aver-
sion of many of the parents who presented for
admission to any formal testing. Commission
staff were told that many parents had avoided the
label, mentally retarded, for years, and they
were not willing to accept it now—just to enroll
in a parenting program. Many of the parents
were also insecure about their parenting skills,
and program staff perceptively judged that do-
ing formal assessments of these skills would not
be well-received.

Notwithstanding these reasonable explana-
tions, however, the informal assessment prac-
tices of many of the programs often resulted in

- programs not having a full understanding of the

parents’ abilities and limitations. It also some-
times resulted in programs enrolling parents
with limited commitment to the parenting pro-
grams or to making real changes in their lives.

Some Program Standards Are
Needed

Keeping in mind that the parenting pro-
grams were small demonstration projects not
constrained by state certification standards, it
was perhaps not surprising that the Commission
found that formal service planning procedures
were not strong features of most of the pro-
grams. Records of many of the 41 families in the



initial sample did not include service plans,
specific service objectives, or progress notes.
The absence of regular progress notes was par-
ticularly unfortunate, for without them, it was
virtually impossible to chart the historical course
of the families served.

Where progress notes were not present, pro-
gram directors usually explained that they did
not bave rigorous expectations for aides or vol-
unteers to enter regular notes. Three program
directors added that they preferred scanty notes,
as the availability of few notes made itless likely
that their records would be subpoenaed by local
child protective or preventive services.

Anecdotal reports strongly suggested that
most families were better off as a result of
program enrollment.

All of the program directors stated they had
regular service plan reviews, but their frequency
varied from monthly at one program to annually
at two others. Many program directors and their
staff also saw the family’s service plan more as
a paperwork requirement, than as a viable road
map for service delivery and progress assess-
ment. Repeatedly, Commission staff heard that
families’ needs exceeded the program’s resources
and that day-to-day crises made quarterly or
annual service plan objectives sometimes irrel-
evant. Notwithstanding the legitimacy of these
arguments, it was also clear that marginal atten-
tion to service plan reviews often left program
staff without a clear view of what they had done,
what accomplishments the parents had made, or
conversely, what problems the parents had not
been able to overcome. It also left most pro-
grams with a fairly ad hoc system for planning
resource allocations among their enrolled
families.

Another significant disadvantage of the lim-
ited recordkeeping at all the programs was that
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it precluded objective measuremznt of program
success. Giventhe controversy and cost of these
family-based services, evaluation reports relat-
ing the outcomes for enrolled families would be
valuable tools in formulating future public policy.

Families Derived Apparent
Benefits From the Programs

Even in the absence of formal evaluation
reports, however, anecdotal commentary by the
programstaff and the parents strongly suggested
that most families were better off as a result of
program enrollment. Many families clearly ben-
efited from access to better housing and early
intervention preschool programs for theiryoung
children, while almost all families enjoyed so-
cial opportunities which for some were their
only break from very isolated daily lives. Aides
and volunteers often became the families’ vital
life lines to medical service providers and school
officials. Finally, and not inconsequentially, the
programs offered many of the enrolled parents
their first trusted friend in the bureaucracy of
social welfare programs.

The programs offered many of the enrolled
parents their first trusted friend in the bu-
reaucracy of social welfare programs.

Self-assessments of the programs by the
programs’ directors, aides, and volunteers were
also universally positive. As discussed in the
previous chapter, these self-assessments usually
resulted in better than effective ratings for the
programs in helping both the parents and the
children. These positive ratings by program staff
were uniformly matched by the parents’ own
comments. Without exception, the parents in the
25 families visited by the Commission expressed
great appreciation for the programs. One must
be mindful, however, that these comments came



from the parents who stayed with the programs,
and that over one-third of the parents who en-
rolled in these programs statewide had left the
programs, usually due to dissatisfaction with
them.

Assuring stable, long-term funding suffi-
cient to meet the needs of families is a
baseline requisite for the continuation of
each of the programs.

Looking Ahead

These programs, despite their reported ben-
efits, however, also had limitations which re-
quired attention and correction.

Rethinking admission criteria in the hopes of
reducing drop-out rates and developing coop-
erative agsessment procedures with the parents
are critical next steps for the programs. Addi-
tionally, more effective methods for developing
practical service plans for and with the parents
and for ensuring regular progress notes and
service plan reviews will also be important.

Ensuring these program standards is espe-
cially critical, given the high risk status of many
of the families and the need for ongoing assur-
ances that the children are safe. Parenting aides
and volunteers were deeply committed to the
families they served, yet few had any substantial
training or experience in serving persons with
developmental disabilities or in intervening ap-
propriately in situations of possible child abuse
or neglect. Given these circumstances, the im-
portance of regular, accountable professional
staff reviews of progress and service plans con-
ducted with the parents and the aides/volunteers
cannot be overstated.

Each of the programs had also enrolled
many families that would require costly services
and assistance long term. Many programs rec-
ognized that the families’ needs for assistance
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would change markedly as their children be-
came older and that, in many respects, the future
would present more, not fewer, challenges. As-
suring stable, long-term funding sufficient to
meet the needs of families is a baseline requisite
for the continuation of each of the programs.

Most programs also suffered from conflicted
relationships with local child preventive and
protective services. Program staff often became
frustrated with preventive workers who seemed
to overlook the cognitive limitations of the par-
ents, as the worker recited their litany of expec-
tations; others became angry as preventive work-
ers made demands, but seemed to offer little real
bands-on help. With some inevitability, parenting
program staff often came to be seen as the
“good” caseworkers, whereas the child preven-
tive and protective workers came to be seen as

‘the “bad” caseworkers who threatened to take

the parents’ children away. Some program di-
rectors saw this conflict as helpful; others be-
lieved that more could be done, more efficiently
and more cost effectively if they were able to
achieve a more cooperative and mutually sup-
portive relationship with local child preventive
and protective services.

Program staff often became frustrated
with preventive workers who seemed to
overlook the cognitive limitations of the
parents, or who made demands, but
seemed to offer little real hands-on help.

When to call the Child Abuse Hotline was
also not an easy decision for any of the pro-
grams. Parenting program staff had become
personally invested with the families, and taking
this step was often not perceived as helpful to
either the parents or the children. At the same
time, however, and particularly in the absence of
regular, objective risk assessments of the chil-
dren, especially in families encountering serious
problems, the Commission noted instances where



some required reports to the Hotline either were
not made or were made late by the programs,
leaving children at unnecessary risk of harm and
serious injury.

Some required reports to the Hotline ei-
ther were not made or were made late by
the programs, leaving children at unnec-
essary risk of harm and serious injury.

Similarly, programs had difficulties decid-
ing what to do when families with problems
dropped out. Some routinely called local child
preventive and protective services officials; oth-
ers believed this approach was premature and
the families should be given a chance on their
own—like other families in the communities.
Balancing the parents’ rights with the potential
risk to the welfare of the children was a universal
challenge of the programs.

All of these issues suggest a need for strong
risk management protections around the
parenting programs, but most of the sponsoring
agencies actually assured their parenting pro-
grams less risk management oversight than they
did for their other programs. As unlicensed and
uncertified programs, these parenting programs
operated outside many of the established quality
assurance mechanisms applicable to their certi-
fied programs. The sponsoring agencies also
allowed the parenting programs to operate on a
more ad hoc basis, with little formal or regularly
scheduled oversight by agency administrators
or boards of directors. While this casualness
toward formal quality assurance was somewhat
understandable given the demonstration nature
of the parenting programs in serving families
long term, the need to strengthen overall quality
assurance standards, as well as to assureregular,
objective risk management assessments for in-
dividual families, will be critical.
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The review of the programs also raised the
nevitable question of the benefits of the pro-
grams for the long-term welfare of the children.
The Commission’s review of the eight parenting
programs—over a short period of time—could
not answer this question, although it often fig-
ured prominently in staff discussions of the
programs visited.

There was unequivocal evidence, however,
that many of the young children in the families
enrolled in the parenting programs had signifi-
cantly benefited from their intervention. Unfor-
tunately, in a minonty of families, the Commuis-
sion also heard of situations where the presence
of the parenting program seemed to delay out-
of-home placements of children subject to ongo-
ing neglect and abuse, which neither the parents
nor the parenting program were successful in

Balancing the parents’ rights with the
potential risk to the welfare of the chil-
dren was a universal challenge of the
programs.

halting. In other instances, children were not in
imminent danger, but it was hard not to some-
times question its long-term impact of less se-
vere neglect on their physical, emotional, and
cognitive growth. Additionally, there was some
anecdotal evidence that older children were
considerably more difficult to manage than
younger children for parents who are mentally
retarded.

Review statistics indicating that the percent-
age of children with disabilities increased with

the age of the children, as well as the few older

children still in the custody of their parents,
further reinforce the need for more research
directed toward the important question of how
the development of children parented by adults



with mental retardation is affected as they ap-
proach adolescence and adulthood.

The long-term service role of these pro-
grams in meeting the families’ needs is also not
consistent with existing family support service
models. Despite the rhetoric for family preser-
vation, local social services districts are not
funded to provide intensive services, excepttoa
small number of families, and then for only
relatively short periods of time. Whatever the
wisdom of these public policy constraints, they
are clearly not realistic for families headed by a
parent who is mentally retarded, where assis-
tance is likely to be needed throughout the
parenting years.

Recommendations

1. Parenting programs serving parents who
are mentallyretardedshould be adequately
funded with the realistic expectations that
most enrolled parents will need services for
many years.

0 Programs should have sufficient re-
sources to provide at least 10-15 hours of
in-home service on average per enrolled
family.

O While volunteers can be valuable re-
sources for these programs, the programs
should also have resources for some paid
parenting aides.

O Programs must have resources to pro-
- vide critical ancillary services, including
a 24-hour crisis on-call capacity, trans-
‘portation, and petty cash to cover emer-
gency family needs.

2. Parenting programs for parents who are
mentally retarded should ensure that en-
rolled parents are active partners in service
planning.

a Programs should have reasonable ad-
mission screening procedures, including
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formal needs assessments of the parents.
which are designed to assist the parents
and the program staff to work together 1o
develop a practical service plan, with
clearly stated and measurable short-term
and long-term objectives.

Q Programs should require that parents be
actively involved in the assessment pro-
cess and in using its findings to select
personal parenting training objectives.

0 Parentsshould beactively involved with
program staff in reviewing service plans
at least quarterly, in providing explicit
comments on the progress made and any
specific difficulties encountered, and in
suggesting specific revision in service
plans.

. Parenting programs serving parents who

are mentally retarded should have clear
standards governing the presence and na-
tureofserviceplans, regular progress notes,
and periodic reviews of progress.

These standards should be developed by the
program’s sponsoring agencies with the par-
ticipation of the enrolled families and the
agency’s board of directors and in compli-
ance with basic program guidelines for other
family support programs funded by
OMRDD. On admission to parenting pro-
grams, parents should be informed of how
these. program standards will affect their
services, as well as their ability to access
their personal records maintained by the
parenting program.

. Agencies sponsoring or funding parenting

programs for parents who are mentally
retarded should establish formal quality
assurance/risk management procedures.

These procedures should ensure oversight
of the program’s effectiveness, its compli-
ance with established program standards,
and the appropriate provision of periodic



objective reviews of the safety and well-
being of the children in the enrolled families.
Quality assurance activities should also in-
clude formal reviews of appropriate and
timely reporting to the State Child Abuse
Hotline, as required by law.

. Parenting programs serving parents who
are mentally retarded should establish writ-
tenservice agreements with theirlocal child
preventive and protective services govern-
ing the program staff’s interactions with

families who are also on child protective
and child preventive caseloads.

These formal agreements should ensure that:

0 the parenting program staff and case-
workers from local child preventive ser-
vices establish cooperative relationships
in setting service goals and objectives for
the families, in establishing common
expectations for the parents, in sharing
the service provision role to the families,
and in monitoring the progress made
with the parents;

O clear expectations are established for
sharing information about the family,
that these standards are communicated
to the parents, and that these standards
are regularly followed by the staff of
parenting programs and local child pre-
ventive and protective services; and

Q explicit procedures are developed for
regular, and at least quarterly, collabora-
tive risk assessments for the children,
relying on the State Department of Social
Services’ official risk assessment tool.

. All paid and volunteer staff of parenting
programs serving parents who are men-
tally retarded should be required to partici-
pate in a formal training program which:

O provides explicit guidance in assessing
the risks which may be present for chil-

dren in families headed by a parent who
1s mentally retarded and in tailoring spe-
. cific interventions to reduce these risks;

O details the responsibilities of aides and
volunteers in making and documenting
reports to their supervisors of situations
which may warrant a formal report to the
Child Abuse Hotline;

a discusses the cooperative roles and re-
sponsibilities of the parenting program
and the local child preventive and pro-
tective services in serving families in
their community; and

Q delineatesthe incidents and circumstances
occurring in families on the rolls of child
preventive and protective services which
should be promptly reported to their pre-
ventive or protective caseworker.

. The NYS Developmental Disabilities Plan-

ning Council, in conjunction with the State
Department of Social Services, should sup-
port additional research which examines
the long-term benefits of parenting train-
ingprograms for childrenin families headed
by one or more parents who are mentally
retarded.

This research should focus on the long-term
effects of these programs on the children’s
development, health, and safety, butitshould
also seek to identify the critical characteris-
tics of more successful programs, the ad-
equate funding level for these programs, and
the parent and family characteristics which
predict positive long-term outcomes for fami-
lies, including but not limited to the avoid-
ance of out-of-home placements. To the ex-
tent possible, this research effort should also
attempt to assess the initiatives of other
states in developing effective service pro-
grams for parents with developmental dis-
abilities and in financing these services.
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STATE OF NEW YORK
OFFICE OF MENTAL RETARDATION AND DEVELOPMENTAL DISABILITIES

44 HOLLAND AVENUE + ALBANY * NEW YORK - 12229-0001

ELIN M. HOWE

Commissionsr

THOMAS A. MaUL

Execuive Deputy Commussioner

June 30, 1993

Clarence J. Sundram

Chairman

Commission on Quality of Care
For the Mentally Disabled

99 Washington Avenue, Suite 1002

Albany, NY 12210

Dear g;//Sﬁ;aram:

Thank you for sending me the two draft confidential reports
related to the Commission’s review of programs regarding parents
who are mentally retarded. I am sorry for the delay in a formal
response. To  assure our prompt input I asked Andy Ulitsky to
follow-up and he met with Dr. Nancy K. Ray and staff on June 21,
1993. That meeting and this letter will serve as OMRDD'’s response
to this clearly important issue.

Both reports are very thorough and descriptive and certainly
paint a realistic picture of a population we knew existed, but one
which we knew little about both quantitatively and qualitatively.
We do not dispute the accuracy of any of your data. In terms of
the recommendations in the "Programs" piece, we agree that:

(1) parenting programs should be "adeguately funded with ...
realistic expectations". Any recommendation such as this
must of course acknowledge funding availability and the
input of our local Consumer Councils who are now very
directly involved in both policy and funding decisions.

(2) enrolled parents should be tiv artners in service
planning. In fact, we must assure that as the Councils
further develop that they include parents who are
mentally retarded (or their advocates) as members to
assure first, that this population is known and second,
that they have a say in the direction of the program. We
are also working with each Council to develop their
requests for training curriculum and the issue of

\/

- Right at home. Right in the neighborhood.
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(3)
(4)

(5)

(6)

1993

parenting programs will certainly be added. Their ideas
will be considered in light of OMRDD’s existing training
programs, the work of the Family Empowerment and Support
Subcommittee and the Interagency Work Group on Parent
Education and Support (Judith Avner, Chair). Our entire
philosophy now centers around service planning driven by
individuals and their families who are mentally retarded
or developmentally disabled. Parenting curricula could
be generic with presentation techniques varying by
student needs.

. iding hould tablish £ ]

As connected to #2 above, consumers/families are now also
directly involved in the area of monitoring programs via
evaluations, standards and consumer satisfaction. OMRDD
and the private provider agencies recognize their role in
this progess as well and, in fact, guidelines are being
developed in cooperation with consumers based on six
successful prototypes around NYS.

[o) ive C

It 1is clear throughout your reports, as well as
intuitively obvious, that any of these families could
easily involve many other service systems, especially
child preventive and protective services. We certainly
do not yet have hard statistical projections of the
number of such families, but as we proceed we nust assure
a close partnership with at least the State Department of
Social Services (especially in terms of a risk assessment
tool). OMRDD will, by the way, review our system to also
try to establish how many such parents there are in New
York State.

m We
strongly agree on the need for several training prograns
based on what the Councils request. For this population,
staff must be aware of the tie in with CPS and the need
for risk management.



Clarence J. Sundram
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(7) DDPC and DSS should support additional research. OMRDD,
though not specified here, is certainly interested in the
results of this research and any longitudinal studies
regarding both parents and children.

The second paper regarding the "Parents", offers conclusions
rather than recommendations. Since these conclusions are based on
the same issues, OMRDD supports their content (e.g., the long tern
nature of these families’ needs, strengths of program services and
informal supports, access to early intervention preschool programs
and supportive housing, etc.).

Overall, the two papers address timely and important topics.
I am committed to serving individuals/families who are mentally
retarded and developmentally disabled and the descriptions of the
demonstration program’s staffing, services and evaluations as well
as the profiles of the families and children are invaluable to
OMRDD as it expands its Consumer Councils and supports to families.
We will strive to keep the successful programs going and add this
information into next year’s Request for Proposals process. It is
critical that we recognize the need for a funding process which
encourages participation of all State service systems which will
inevitably come in contact with these families. I will be glad to
share these papers or an abstract with the Statewide Committee on
Family Support Services and with each of our local Consumer
Councils as soon as you are ready to distribute these as final
products. Andy has also sent Nancy a list of all the Councils so
that you could add them to your mailing list for the cQcC
Newsletter.

Again, thank you for the opportunity to add our comments.
Please feel free to contact me or Andy to discuss any additional
details related to these papers and, more importantly, as you begin
on the next steps identified. OMRDD is anxious to address the
needs of parents with mental retardation and their children.

Sincerely,
Elin M. Howe
Commissioner

EMH: AU

cc: Mr. Ulitsky
Dr. Ray
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Acting Commissioner

FRANK PUIG
Depury Commissioner
Division of Services & C. ommunity Developmen?

May 10, 1993

Mr. Clarence J. Sundram

Chairman ‘

Cammission on Quality of Care
for the Mentally Disabled

99 Washington Averme, Suite 1002

Albany, New York 12210-2895

Dear Mr. Sundram:

Thank 'you for your April 6, 1993 correspondence to Acting Commissioner
Gregory Kaladjian which transmitted the draft reports entitled:

Parents With Special Needs: A Review of Parents who are Mentally
Retarded; and

Serving Parents Who are Mentally Retarded: A Review of Eight Parenting
Programs in New York State.

The Department received a grant from New York State Developmental
Disabilities Planning Council to help facilitate coordination of social and
mental health services, and training for the eight programs which are cited
in the latter report. The reports exemplify the challenges parents with
developmental disabilities encounter and the various levels of support such
families need from our human services system. Although there is mich work
to be done, the Department is pleased with the accamplishments which have
been achieved through our joint program development efforts with the New
York State Developmental Disabilities Planning Council (DDPC).

I have shared copies of the report with my staff of the Office of Family
and Children Services. Since the reports' recommendations have potential
impact on existing child welfare policy and program development activities,
I would like to invite your staff to meet with our Policy and Program
Development staff to assess the feasibility and potential impact of the
recammendations espoused in the report. The Department is currently
plamning the implementation of several program development activities which
may provide opportunities for contimuing interagency program development
with  DDPC. Therefore the scheduling of such a meeting in the next
several weeks would be quite timely. Your staff should contact Mr. David
Peters, Director of the Bureau of Program Development at 474-9437 to
schedule the meeting.

AN EQUAL OPPORTUNITY/AFFIRMATIVE ACTION EMPLOYER
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On behalf of the Department, I wish to express my appreciation for your
imterest in and support for quality services for individuals and families
with developmental disabilities.

Sincerely,

Division of Services & Commmnity
Development

cc: James Purcell
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EMPIRE STATE PLAZA ALBANY, NY 12223-0001 State Advocate

(318) 473-4129
(800} 522-4369 VOICE/TDD
(518) 473-6005 FAX

Apnl 13, 1993

Honorable Clarence Sundram, Chairman
Commission on Quality of Care for the
Mentally Disabled

One Commerce Plaza, 10th Floor
Albany, NY 12223

Dear Chairman Sundram:

I have reviewed the confidential drafts of m_wmuzdj._ﬁm
Parents Who Are Mentally Retarded and Serving Parents Who Are Mentally Retarded: A
Review of Eight Parenting Programs in New York State. The thoroughness of the fact-finding -
which Dr. Nancy K. Ray and her team demonstrated in their evaluation of these eight DDPC-
funded projects has led me to wonder why additional recommendations were not included.

Primary among these is concern about alternatives which need further exploration to
appropriately serve this population in the future. The reports point out the most of the
populations served by the existing programs have been diagnosed as having mild mental
retardation, often in combination with other debilitating factors. Since attention to the needs of
persons with mild mental retardation has been minimal, and often not even identified, throughout
this state’s human services delivery systems, and since, except for such diagnosis, the profiles
of the people served appear to be identical to persons served through DSS Protective Services’
family intervention programs, DSS’s and OMH’s federally funded Home Builders projects and
less intensive parenting services provided by these and several other state agencies -- none of
which do not include formal measurements of the parental cognitive abilities and academic skills
-- one is left to wonder:

(a) How many of the parents served by these generic programs also have similar
cognitive and/or academic limitations?

(b) Except for being labeled as having "mental retardation”, does a clear differentiation
exist between the populations served by the DDPC-funded programs and those served by
other agencies’ parenting services?

(c) Do these other programs also need the recommended personnel training and
continuing parenting support?
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(d) In view of the fact that at least half of those eligible for the DDPC/OMRDD-funded
programs refused to participate, reportedly from unwillingness to acknowledge or re-
enforce the label of having a disability, whether the on-going parental supports identified
‘may be more appropriately provided by the generic agencies, like DSS, after adequate
personnel training, rather than disability-oriented state agencies, like the DDPC and
OMRDD? '

Although I realize that any search for answers is clearly beyond the mission and scope
of the present report, the facts uncovered indicate a necessity for a recommendation referring
these questions to an appropriate interagency body for exploration. Such a referral might even
include a review of the mandates, regulations and processes of the now twenty-five year old
Child Protective Services.

From the data presented in the reports, I expected to see additional recommendations that

would:

Specify an existing interagency group, not necessarily DDPC, to develop uniform
standards;

Assign the development of permanent funding mechanisms to a specified state
agency's existing service continuum, i.e., OMRDD’s family support services;

Identify a strategy or strategies for the prevention of disabilities in the at-risk
children of the parents served, such as the development of mechanisms for routine
and immediate access to early intervention programs like DOH’s IHAP services;
and

Explore, perhaps through the DDPC, the needs of parents who have moderate-to
severe mental retardation, physical and/or other developmental disabilities and,
if indicated, develop similar demonstration projects for these populations.

Please congratulate Dr. Ray and her staff for the excellent reports. Without their fact-
findings and insights, the suggestions made in this letter would not have been possible.

:ds
cc: 1. Mills

Sincerely,

- - ~ 3 e
Frances G. Berko, J.D., M.A. -
State Advocate

(-q:‘









Gary W. Masline (W) 518-473-7538
(H)518-427-1718
For Immediate Release, Friday, October 8, 1993

Programs for Parents With Mental Retardation Studied

Mr.and Mrs. G., who are menzally retarded,
met each other at the state institution where both
lived until age 22. Today, they live in a small
upstate community with two children, FParrice,
age 4, and Gerald, age 2.

Ms. N., who is mentaily retarded, has four
children, but only two, 18-year-old Ron and 6-
year-old Michelle, live at home; two others live in
Jfoster homes,

Foreachofthese families--as wellasa growing
number in New York State—being a good parent
is complicated by mental retardation, which can
make learning and carrying out most parenting
tasks more difficult. Until recently, these difficul-
ties were considered inevitable and insurmount-
able, and within months, if not at birth, these
parents would lose custody rights totheirchildren,
who would be placed in foster care and/or adop-
tive homes. Today, in several New York commu-
nities, special pilot parenting programs (see at-
tached list), funded by the NYS Developmental
Disabilities Planning Council (DDPC), are secking
to mect the needs of these families, helping moth-
ers and fathers and sons and daughters 10 remain
together.

The number of parents with developmental dis-
abilities is growing because of deinstitutionalization
and increasing opportunities for mentally retarded
persons to live normal lives in the community. In a
two-volume reportreleased today, a state watchdog
agency profiles 41 such families and comments on
the effectiveness of eight programs located across

New York State in serving these parents and their
children. In its report, the New York State Com-
mission on Quality of Care for the Mentally Dis-
abled found that the 41 families varied remarkably,
with some doing quite well (see Mr. & Mrs. G. box
inscn),whilcothcxswmcxpcricncingmanyprob—
lems. The Commission found that parents who
were managing better were less likely to have
concomitant emotional or alcohol/substance abuse
problems, and were more likely to have family
members who could help out in the home. Most
critically, however, parents who were active and
motivated participants in parenting support pro-
grams also scemed to manage more effectively.

In contrast, some families, like Ms. J. and Mr.
S. (sccbox insert), experienced serious and chronic

Figure 1: Child Care Problems
(N = 66 Chikiren)
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Mr. and Mrs. G.

Mr.and Mrs. G. met at the state insti-
wtion where both lived until age 22. They
have two children, ages 4 and 2, and live
in a clean three-bedroom house. Mrs. G.
works full-time in a nearby nursing home,
where Mr. G. also volunteers two morn-
ings a week.

Mr.andMrs.G. arevery supportive of
one another, sharing in caregiving for the
children and all other household rasks.
Although they can be easily overwhelmed,
especiallywhen taking care of the children
alone, their household usually runs well
withthe help of aparenting aide volunteer,
who spends abous eight howrs a week in
their home, and family members who often
visit and help.

Although both children have been di-
agnosed as having some cognitive limitg-
tions, parenting program siaff describe
themas happy andwell-adjusted, enjoying
painting and drawing and doing well in
their preschool programs.

Mr.and Mrs. G. reportedly can man-
age most of the household 1asks indepen-
dently, and the volunteer spends most of
his time helping the parents understand
appropriate play activities for the children
and encouraging them to be less overpro-
tective of them. Mr.and Mrs. G fear that if
something “bad” happened, their chil-
dren would be taken away.

problems, often associated with alcohol abuse by
one or both parents, social isolation, and reluc-
tance to participate or follow the advice of parenting
support programs in which they were involved.
Over 40 percent of the parents studied dropped
out or were discharged from programs for being
resistant or noncompliant. Many parents with

mental retardation also have low self-esteem, re- -

sist help from outsiders, and fear losin g their
children. The problems of some families often have
serious implications for the children (Figure 1).
The Commission found nearly half (48%) had been
the subject of at least one allegation of child abuse
orneglect to the State Hotline, and approximately
one-fourth of the children living at home with the
41 families did not receive adequate medical care,
dental care, or nutrition.

The Commission reportdocuments the efforts
of the eight programs studied in finding suitable
housing for families, making important arrange-
ments for medical and dental services, and provid-
ing regular in-home training for parents in tasks as
varied as changing diapers, planning a nutritious
meal, and using public ransportation. At most
programs, staff also served as the parents’ best,
and sometimes only friend, taking emergency calls
long into the night and on weekends, and helping
parents negotate the social services system.

Despite its kudos to the programs, the Com-
mission also wamned that serving parents who are
mentally retarded is not without potental pitfalls.
Noting that many of the families reviewed experi-
enced continuing crises, even with the available
services, the Commission’s Chairman Clarence J.
Sundram stated, “Parent training and support pro-
grams can help parents who are mentally retarded
become effective parents. But it is also likely that
these programs will need to provide long term
support, and that they will not always be successful.”

Noting that many of the children were at high

risk, not only because of the parents’ disabilities,
but also because of their own identified handicap-

ping conditions, the Commission’s report stated

that nearly half of the youngsters in the families
studied had at least one identified disability and
that two-thirds of the children over three years of
age had an identified disability (Figure 2). Citing
informal recordkeeping practices and little admin-
istrative oversightin most programs, the Commis-
sion advocated in its recommendations that pro-
grams serving parents who are mentally retarded
developmore formal risk management procedures
and better working relationships with local child
protective and preventive services agencies.

(more)






Figure 2: Disabilties of Children at Home
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The Commission’s report concludes with a
series of recommendations to strengthen services
for families headed by mentally retarded parents,
and a strong recommendation to govemnment
policymakers that long-term studies of these families
be undertaken to better understand their needs,
srengths, and difficulties as children grow from
infancy through childhood to adolescence. The
Commission also underscored the need for ad-
equate funding of parenting programs to address
families’ changing needs as children grow older.

The Commission is an independent agency
responsible for oversight in the state’s mental
hygiene system. The Commission’s review of pro-
gramstotrain and assist parents with developmen-
tal disabilities is one of the largest such studies and
was funded by the DDPC,

Ms. J. and Mr. S.

Ms. J. and Mr. S. are both mentally
retarded. Although not married, they have
Shared a householdfor some time and have
three children, ages 4, 3, and 2. They live
in a three-story walk-up apartment in an
old, run-down building badly in need of
repair and a new heating system. When
visited, the apariment was very dirty, with
piles of laundry, garbage, and soiled dia-
pers on the floor. Dishes were piled high,
and flies fed off food on the kitchen table.
Some of the furniture in the apartment was
broken, and the living room couch was
soaked with urine.

Parenting program staff stated that
local childprotective services, despite long
terminvolvemens with the family, have had
limited success Irying to provide regular
help and training. The parents are unwill-
ing to change their lifestyle 1o accommo-
date the care and supervision needs of the
children, and are particularly resistant to
improving housekeeping.

Theparenting aide spoke openly of her
Jrustrations with the parents, who usually
will not follow recommendations and her
Jears for the safety of the children. While
the family has been in the parenting pro-
gram, several reports have been made 1o
local Child Protective Services and, while
program staff were still working hard with
the family, they acknowledged that, unless
changes were Jorthcoming, Child Protec-
tive Services likely would remove the
children.







DD Parents Projects

Young Adult Institute

460 West 34th Street

New York, NY 10001 ‘
Joel M. Levy, DSW (212) 563-7474
Executive Director
Parents with Special Needs

Sinergia, Inc.
120 West 105th Street
New York, NY 10025

Provi Gordon (212) 666-1300
Parenting Training Program

The Task Force for Child Protection, Inc.
5 Givans Avenue
Wappingers Falls, NY 12590

Nicole Fagan (914) 298-7689
Special Needs Parenting Project

Orleans County ARC

P.O. Box 439

Albion, NY 14411
Carol Redshaw ‘ (716) 589-6054
Senior Companions - Parents with DD Project

The Resource Center (Chautauqua County ARQ)
880 East 2nd Street
Jamestown, NY 14701
Vicki Bardo, Coordinator (716) 483-2344
Senior Companion Program

Community Services for the Developmental]y Disabled, Inc.
1550 Hertel Avenue
Buffalo, NY 14216
Deborah Hines, Program Manager (716) 832-4444
-Home Parenting Program

Heritage Centers

101 Oak Street

Buffalo, NY 14203 :
Linda Mose-Cobb, Coordinator (716) 856-4201
Senior Companion Parent Training Program ’

Ulster County ARC
471 Albany Avenue
Kingston, NY 12401

Peter Pierri (914) 331-4300
Executive Director
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Copies of this report are available in large print, braille. or voice tape. Please call the
Commission for assistance in obtaining such copies ,

The Commission on Quality of Care for the Mentally Disabledisan independentagency
responsible for oversightinNew York State’s mental hygiene system. The Commission
alsoinvestigates complaints and responds to requests concerning patient/resident care
and treatment which cannot be resolved with mental hygiene facilities.

The Commission’s statewide toll-free number is for calls from patients/residents of
mental hygiene facilities and programs, their families, and other concerned advocates.

Toll-free Number: ' 1-800-624-4143 (Voice/TTY)
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In an effort to reduce the costs of printing, please notify the Commission if you wish
your name to be deleted from our mailing list or if your address has changed. Contact:

Commission Publications

NYS Commission on Quality of Care
for the Mentally Disabled

401 State Street

Schenectady, NY 12305-2397




