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Family Support Council
Connecticut General Statute §17a-219c

Sec. 17a-219c. Family Support Council. (a) There is established a Family Support Council to
assist the Department of Developmental Disabilities and other state agencies that administer or
fund family support services to act in concert and, within available appropriations, to (1)
establish a comprehensive, coordinated system of family support services, (2) use existing state
and other resources efficiently and effectively as appropriate for such services, (3) identify and
address services that are needed for families of children with disabilities, and (4) promote state-
wide availability of such services. The council shall consist of twenty-seven voting members
including the Commissioners of Public Health, Developmental Services, Children and Families,
Education and Social Services, or their designees, the Child Advocate or the Child Advocate’s
designee, the executive director of the Office of Protection and Advocacy for persons with
Disabilities or the executive director’s designee, the chairperson of the State Interagency Birth-
to-Three Coordinating Council, established pursuant to section 17a-248b, or the chairperson’s
designee, the executive director of the Commission on Children or the executive director’s
designee, and family members of, or individuals who advocate for, children with disabilities.
The family members or individuals who advocate for children with disabilities shall comprise
two-thirds of the council and shall be appointed as follows: Six by the Governor, three by the
president pro tempore of the Senate, two by the majority leader of the Senate, one by the
minority leader of the Senate, three by the speaker of the House of Representatives, two by the
majority leader of the House of Representatives and one by the minority leader of the House of
Representatives. All appointed members serving on or after October 5, 2009, shall serve no
more than eight consecutive years on the council. The council shall meet at least quarterly and
shall select its own chairperson. Council members shall serve without compensation but shall be
reimbursed for necessary expenses incurred. The costs of administering the council shall be
within available appropriations in accordance with this section and sections 17a-219a and 17a-
219b.

(b) The council shall: (1) Gather input and develop a vision and guidelines for family support
services in Connecticut; (2) review existing program policies, procedures and funding
mechanisms for conformity to the guidelines and make appropriate recommendations; (3)
monitor the implementation of the guidelines and recommendations; (4) report to the Governor
and the General Assembly on an annual basis regarding the status of family support services,
including the implementation of the guidelines and recommendations; (5) advocate for family
support services in accordance with the guidelines; (6) compile and distribute information on
family support services within public and private agencies; and (7) perform such other duties as
are elated to the advancement of family centered supports, policies and services.

(P.A. 94-228, S. 3, 4; P.A. 95-257, S. 12, 21, 58; P.A. 96-185, S. 13, 16; P.A.98-100; P.A. 01-
195, S. 127, 181; P.A. 07-73, S. 2(a),(b); Sept. Sp. Sess. P.A. 09-7, S. 137; P.A. 10-93,S.9;
June 12 Sp. Sess. P.A. 12-2, S.123)



The Connecticut Family Support Council
2013 Report to the Governor & General Assembly

Overview

Throughout 2012, the Connecticut Family Support Council has remained focused on issues relating to children
with disabilities and special health care needs. We at the Council grow increasingly concerned with the fiscal
climate in Connecticut and its impact on families, as we watch families struggle and the Governor and General
Assembly propose budget reductions that will further challenge the children and families for whom we are
charged to advocate.

Our charge, pursuant to Connecticut General Statute §17a-219c is to:

Establish a comprehensive, coordinated system of family support services,

Use existing state and other resources efficiently and effectively as appropriate for such services,
Identify and address services that are needed for families of children with disabilities, and
Promote statewide availability of such services.

In the eighteen years of the Council’s existence, numerous advances have been solidified relating to family
support services. There is much to be proud of, as we reflect on the current efforts of numerous community

providers and our State agency partners that include:
o Department of Developmental Services
e Department of Public Health
e Department of Children and Families
o Department of Social Services
e Office of Protection and Advocacy for Persons with Disabilities
e State Department of Education
e Office of the Child Advocate
e Commission on Children
e State Interagency Birth to Three Coordinating Council

Systemic accomplishments relating to Family Support include:

e A clear and positive commitment to family support within all child serving State agencies,
e A focus on quality work on behalf of children with disabilities and special health care needs, and
e An existing statewide structure within which family supports can be provided.

We can see that the families who are being reached and served are experiencing increased quality of life, greater
opportunities for their children and an expansion of normalcy and integration into the community for their
children and families as a whole. Data shows this leads to positive outcomes, including preserved esteem and a
sense of belonging, and those factors lead to greater life success and an ability to positively contribute to the
communities in which they live.

~ Our Families, Our Responsibility ~
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Through our routine dialog with those providing family supports in our State, we know that in general,
Connecticut families parenting children with disabilities and special health care needs continue to remain
passionate and committed to their kids and work hard to be diligent in meeting the often extensive daily
and long term needs of their children. However, in the past few years, many have lost services due to
program reductions and changes in eligibility standards, and some have lost health insurance due to job
loss or other factors. Many have had to seek additional employment options to stay solvent economically in
these difficult times, drawing them away from their homes and routines. While this may also be the case for
many Connecticut families, factors such as declining opportunity, and any loss in flexibility and stability is
of profound impact to children with disabilities and special health care needs due to their very nature and
level of fragility as human beings.

While the issues and challenges of parenting often share common bonds across all children, children with
disabilities and special health care needs require additional supports and safeguards in order to reach the same
desired outcome as other kids.

To that end, the State of Connecticut has created, continuously funds, monitors and sustains family support
programs. While we at the Council acknowledge and celebrate those family supports currently in place, our
examination reveals vast numbers of families awaiting services, desperate for supports and experiencing an
increasing hopelessness as they try to navigate the demands of their daily life.

We at the Connecticut Family Support Council share a unified vision of positive outcomes for all children in
Connecticut and focus our efforts on supporting and enhancing the lives of children and families through
advocacy for quality community family support. It is our responsibility to assist the Governor and Legislators to
remain aware and informed as to the impact of State funded family support programs, and to illuminate areas of
continued unmet need within our State. In an effort to do this, we gathered status reports from our State agency
partners on current Family Support Programs being funded and implemented within Connecticut. Some of our
larger State agency partners are utilizing Results Based Accountability (RBA) to complete both internal program
assessment and to report to external sources. Others have provided a summary of Family Support Program efforts
inclusive of a human impact statement. All reports provided to the Council are included in this 2013 Connecticut
Family Support Council annual report, in their original format, as appendixes.

We offer this document as our 2013 annual report on the “State of the State” of family support in Connecticut.

What is Family Support?

Family Support, as defined by the Connecticut Family Support Council, are the supports and services families
need to care for their children who have disabilities and those which enable them to fully participate in active
living within their communities. When we reference “family support”, we include:

In-home supports

Special health care and clinical services

Specialized childcare

Respite care

Parent to parent networking, family training and support
Disability related goods and services

Home and vehicle modifications

Inclusive educational programs

Crisis support

Assistive technology and medical equipment

~ Our Families, Our Responsibility ~
-2-



Highlights of Current Family Support Programs

The Department of Developmental Services (DDS) DDS

Provided Family Support Services to more than 593 individuals statewide in 2012, of which 109 were
children. Total number of persons served in FY 2011 was 426.

The total number of persons served in FY2013 is expected to be reduced from the previous fiscal year due
to reductions in family support funding.

Through the Individual Family Support (IFS) Resource Teams, the DDS provided services to
approximately 1,729 individuals of which 304 were children.

The DDS Voluntary Services Program served approximately 436 children statewide in 2012.

Family Respite Services were provided by DDS to approximately 1,414 individuals statewide in 2012, of
which 331 were children.

DDS Family Respite Service Centers’ hours of operation were reduced beginning January 2013 due
to funding reductions. e

DPH)

Department of Public Health (DPH)

Connecticut Department
of Public Health

Partners with several community providers within the Connecticut Medical Home Initiative (CMHI)
which provides for five community-based regional medical home care coordination networks. All
children served within the CMHI have access to medical homes that deliver comprehensive, coordinated
care in a culturally competent manner and link them to basic needs and services essential to reaching their
potential and maintaining health throughout the lifespan.

Through the CMHI, 8,020 children and youth with special health care needs received services in FY
2011.

*Based on the U.S. Department of Health and Human Services data, there are approximately
133,000 children with Special Health Care Needs residing in Connecticut.

The CYSHCN program exceeds national benchmark standards in all six areas evaluated by the national
survey designed to assess impact of programs for Children and Youth with Special Health Care Needs.
The survey was conducted by the Maternal Child Health Bureau (2005-2006), and reflect national
benchmark standards as including:

~ Families as partners in decision making at all levels and who are satisfied with services they receive.
~ Receive coordinated, on-going, comprehensive care within a medical home.

~ Families have adequate private and/or public insurance to pay for the services they need.

~ Children and youth are screened early and continuously for special health care needs.

~ Services are organized in ways that families can use them easily.

~ Receive the services necessary to make appropriate transitions to adult health care, work, and
independence.

~ Our Families, Our Responsibility ~
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e Provided intensive advocacy representation to 522 persons with disabilities addressing issues including
but not limited to: education, employment, housing, unnecessary institutionalization, rights violations,
government benefits, quality assurance, guardianship, parental rights, and childcare in 2012.

o Reviewed 210 deaths of individuals served by the Department of Developmental Services and 4 deaths of
individuals served by the Department of Mental Health and Addiction Services.

e Provided information and assistance to 3,609 individuals in 2012, including issues regarding family
support and special education.

o Received 1,126 allegations of suspected abuse or neglect which resulted in 1,117 cases investigated by
OPA.

f
The Department of Children and Families (DCF) DCF ‘f“

CONNECTICUT

e The DCF Community Support for Families Program, implemented in April 2012, has served 585 children
to date.

o Within the “Relative/Kinship Care” priority, DCF child placements with relatives increased from 15.3%
(March 2011) to 22.7% (March 2012), reflecting an increase from 731 children placed with relatives to
1,035. As of January 3, 2013, 40% of all children birth to age 11, placed by DCF, are living with relatives
(771children).

e The DCF has reduced out of state placements from 236 in 2009 to 39 in 2012, and congregate (group)
placements from 679 in 2009 to 431 in 2012.

e Has implemented the Differential Response System (Family Assessment Response), expanded the
agency-wide use of RBA and launched a “Child and Family Teaming” approach.

Connecticut State Department of Education (CSDE)

OF EDUCATION

e Inthe spring of 2012, the CSDE, in partnership with the Connecticut Parent Advocacy Center (CPAC),
conducted the annual statewide survey of parents of students receiving special education services, ages 3-
21, which measures overall family satisfaction and parental involvement in the child’s special education
program and identifies areas of strength and areas in need of improvement in Connecticut’s special
education programs. The 2012 survey represents the seventh year of a six year survey cycle over which
all districts are surveyed. Surveys were sent to all parents of students with disabilities in 19 of 21 districts
and to a sample of parents (according to the sampling design) in the two largest participating districts. The
survey results are shared with the appropriate districts. Districts are encouraged to use their survey results
to inform their school and district improvement plans related to parent participation as well as their staff
development agenda. Results are also considered by CSDE and the Bureau of Special Education to
inform statewide initiatives. The compiled results of this survey are available on the CSDE website.

~ Our Families, Our Responsibility ~
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o CSDE implements the State Advisory Council (SAC) as authorized by the Individuals with Disabilities
Education Act (IDEA), addressing all five goals of the Comprehensive Plan of the State Board of
Education.

o Partners with the Connecticut Parent Advocacy Center (CPAC), whose core funding comes through the
U.S. Department of Education (USDOE), grants from the CSDE and private donations. CPAC is
designed to expand parental knowledge on effective advocacy for children with special education needs.

e Conducts a Health Services Program information survey designed to assist the CSDE in understanding
the status of health services in Connecticut school districts and support the longitudinal progression of
quality health care for children within public schools.

SFICE
o i,

Office of the Child Advocate (OCA) m(

S
o Documented 353 requests for assistance in FY 2011-2012, in the areas of education, coaching on self
advocacy strategies, individualized and professional technical assistance and follow up.

e Opened 57 cases due to concerns regarding safety or unmet need(s) of children. Specific details
regarding each individual case remain confidential as required by Connecticut General Statute.

e Conducted/participated in 629 case reviews, had direct contact with 175 individual children living in
varied settings throughout the State and assessed their needs and assisted them through self advocacy
efforts.

e Case investigation and advocacy included 568 contacts with public agencies and 70 attorneys
representing children and families addressing issues relating to child protection, health care access, and
special education, access to council and access to child care.

. . . . . C ticut
State Interagency Birth-to-Three Coordinating Council (Birth-to-Three) girth fo Three
System
e Current data indicates more than 70% of children with disabilities or developmental delays who receive
Birth-to-Three services are functioning at grade level in at least three skill areas when they exit the
program. Examples of skill areas include: social/emotional development; acquisition and use of
knowledge (including early language and literacy); and the use of appropriate behavior to meet their
needs.

o Based on RBA data presented in this annual report, 51% of Birth-to-Three service recipients who enrolled
in kindergarten in school year 2011-2012 did not require special education services.

e Current data indicates that approximately 10% of the estimated 38,000 children born annually in
Connecticut will have received Birth-to-Three services by the time they reach age three.

~ Our Families, Our Responsibility ~
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Department of Social Services (DSS)

Connecticut Department
of Social Services

Making a Difference

Administers the implementation of the Katie Beckett Waiver, currently serving up to 200 individuals with
special health care needs throughout the State.

Administers the Children’s Trust Fund which provides programs and services to children with special
health care needs and their families, including;

~ Family Empowerment Program: In partnership with Child Guidance in Bridgeport, the Trust Fund
offers programs and trainings for parents and caregivers.

~Help Me Grow: A program which serves to identify early indicators of developmental delays in
children, refers and supports them to connect with necessary services and monitors for their progress
developmentally.

~Nurturing Families Network: A program that offers training for staff providing in-home supports for
children with special health care needs and their families.

Recommendations

In times of fiscal constraint, possibilities exist which allow for advancements in quality and efficiency. Those
providing family support services in our State remain aware of this and support cooperative and creative
approaches to problem solving relating to families of children with disabilities and special health care needs. In
order to make such advancements, systemic barriers must be identified and removed, and facilitated dialog must
occur with those close to service provision, and result in real time solutions for children and families. To that end
we recommend the following be considered:

Create an interagency work group which is designed to identify and remove service barriers for families
of children whose lives interface with multiple State agencies.

Conduct a comprehensive study of unmet need and identification of service barriers for children with
behavioral health needs which include; statewide wait lists for outpatient services, utilization of
emergency room intervention, access to inpatient options, denial of services, availability of culturally
sensitive interventionists which match the geographic needs of the community in which they work.

Examine on-going access issues for necessary therapy and services to persons with Autism Spectrum
Disorders. (March 2012 survey of the Connecticut Medical Home Initiative Pediatric Primary Care
Practitioners indicates 89% continued unmet need).

~ Our Families, Our Responsibility ~
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Focusing on the Future

During the past two years, The Connecticut Family Support Council members from across the State have grown
increasingly concerned about the issue of school climate within our State. Council members have heard countless
stories, statewide, of young people feeling unsafe, belittled, oppressed, undervalued or victimized within our
schools. Many of the children we hear about are children with disabilities and special health care needs, but we
know these stories represent vast numbers of school age children every where, and while it may be natural to
address these issues from a perspective of “bullying”, the more broad and vital perspective is that of school
climate; how does it “feel” to be in a particular educational environment?

We at the Council do not accept that it is enough to be free from harm, albeit an agreed upon minimum standard.
As advocates for the children of Connecticut, we believe there are limitless possibilities for excellence within
environments which are founded upon respect and cultivate high standards and achievement of personal and
systemic commitments to character.

School climate refers to “the quality and character of school and community life.” It is based on patterns of school
life experiences and reflects norms, goals, values, interpersonal relationships, teaching, learning and leadership
practices, and organizational structures, both State and private, for the well being of our communities.

Today, a number of factors influence the reality of school climate, including the interactions of students and
teachers, instructional needs, academic performance, specific laws and regulations and the perceptions of them
and those they are designed to protect; all playing a role in how the community works together and how it is
understood and experienced by its members.

The Council has made an active decision to focus on school climate, statewide, in the coming year, and will be
seeking to develop expertise specific to this issue, as well as a plan to facilitate positive changes in the climate
within our schools.

Connecticut Family Support Council members received initial training on this topic in October 2012 and have
called upon our own State agency partners from the Commission on Children and the State Department of
Education, each of whom possess substantial expertise on this issue, to assist us in developing strategies for
positive change. Early discussions are currently underway to secure a series of joint trainings on the issue of
school climate for both Council members and school district administrators from across the State.

As we look upon trends in approach and the impact of the variety of existing programs designed to improve
school climate currently implemented within our State, fidelity in implementation and evidence of improved
results, (specifically students with disabilities and those with special health care needs feeling safer, more
supported, and more valued) are difficult to quantify. National findings reveal that the greatest impact upon
school climate results from a systematic process of altering the perspectives and actions of adults within school
settings.

Each of us has a responsibility and duty to contribute in strengthening this modern day society as it travels
forward. Students must understand the moral, ethical and legal conduct that is required of them. Teachers,
administrators, support staff and coaches must strive to develop and demonstrate positive character traits which
can be emulated by students. Parents and communities need to work together to ensure that we cultivate
generations who are focused and prepared to live positive and successful lives.

In the coming year, the Council will seek to develop recommendations through research and practical application,
such that advancements can be achieved that are manageable for school settings and which bring about lasting
positive impact for our young people.

~ Our Families, Our Responsibility ~
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APPENDIX - A

Serving Individuals through DDS Family Support
Department of Developmental Services
Individual and Family Support Resources/Services
1.10.2013 Update

The Department of Developmental Services (DDS) provides Family Support Services state-wide to
eligible families and individuals. Based upon availability this support includes Family Support
Resource Teams, Individual Grants, Respite, the Helpline, Case Management,the Voluntary Services
Program and Money Follows the Person. The focus of this report is support we provide primarily to
children and young adults (some of the data provided in this report will also include adults).

For more than 20 years, DDS has had Individual and Family Support (IFS) Resource Teams to help
address the needs of DDS consumers who live at home with families and do not receive services from
DDS or its partner agencies and in most cases, are not enrolled in or eligible for services through the
Medicaid Home and Community Based Services (HCBS) Waivers

During FY 12, DDS Family Support Workers provided services to more than 593 individuals state-
wide, of which 109 were children. The numbers served were lower this year due to the loss of staff
and the inability to refill positions.

The IFS Resource Teams, which include nurses, behaviorists, educational liaisons, transition
coordinators, recreation staff and direct care staff, provide a variety of critical services that are
instrumental in helping to keep individuals healthy and safe, as well as ensuring the overall
improvement of the quality of life for individuals with disabilities by reducing family stress that can lead
to more costly service needs by:

» Preventing emergency placements for individuals with severe behavioral and mental health
needs by performing behavioral assessments and teaching coping strategies to families.

= Assisting those at risk for homelessness through exploration of housing options and
community supports.

» Providing transportation to medical/dental/counseling appointments to those with no other
means to access these services.

* Providing teaching in areas of daily living to increase an individual's independence by
providing in-home personal supports.

» Reduce family stress by offering respite through in-home and community supports.

= Assist individuals in transitioning from school to adult life to a program of their choice including
employment by evaluating educational and employment needs and performing a liaison
function to ensure their needs are being met.

= Providing supports and services to individuals who are receiving oversight from the Office of
Protection and Advocacy by assisting in the implementation of protective service plans.

= Assisting families to access needed community and government agency services.

= Supporting the work of DDS case managers.

Approximately 1729 consumers had access to the supports and services offered by the IFS Resource
Teams, 304 of whom were children.

Individual and Family Grants

Individual and Family Grants are cash subsidies for the purpose of providing individual and family
supports or defraying extraordinary disability-related expenses. Supports that may be purchased with
these subsidies include, but are not limited to, respite, in-home supports, behavioral supports,
nursing, medical or clinical supports, temporary assistance, crisis support, skill training, family training,



recreation, transportation, support coordination, and assistance to access community supports.
Families can purchase any items or services that support the family to care for their family member
who lives with them. These grants may also be available to individuals who live on their own with no
other DDS in-home supports.

The amount of the subsidy that is available to families is determined based on the needs of the
individual and his or her caregivers. Grant amounts typically range from $600 to $5,000 per year. In
extraordinary circumstances with additional approval required, individual and family grant payments
per year can reach $10,000.

Families are required to keep copies of receipts so they may be available to DDS upon request.
Families should provide information to their case manager regarding purchases made with individual
and family grant funds. DDS supported over 1983 individuals or families in 2012, of which close to
40% were children.

Family Respite Services

DDS recognizes that individuals and families often need occasional breaks. These breaks, in the

form of out-of-home respite care, allow individuals visiting the respite centers to have an enjoyable
time, meet new people and participate in a variety of fun activities. Meanwhile, the family is provided
relief from their ongoing caregiver responsibilities. Families report that scheduled respite center visits
provide them with an opportunity to have their family members stay in a safe, enjoyable and home-like
environment through planned respite. At the same time, the caregiver is able to take a few days off
from care giving and perhaps go on a short vacation, attend a special event, spend time with other
family members, finally finish a project, or simply relax. The Department has 11 Respite Centers which
served a total of 1414 individuals state-wide in FY 12, including 331children. As of January 1,

2013, due to cuts in the budget, the department reduced the number of hours the respite centers are
open. They were open from Thursday afternoon to Tuesday morning. They are now open from
Friday evening to Sunday evening. Due to these cuts, we anticipate we will be able to serve fewer
individuals in the upcoming year.

DDS Individual and Family Support Helpline
Each region has established a Helpline to provide assistance to individuals and families who do not
have an assigned DDS case manager. Each region has approximately 1000 individuals or families
who used the Helpline in 2012,the majority being children.
The Helplines are available to individuals who:

= Are eligible for services from the DDS and

* Do not have a Case Manager because they are not on fee-for-service Medicaid. They may

have Husky, other managed care or private insurance only.

Family Support Staff assist families by providing temporary supports to accommodate both individual
and family needs. Services are intended to be for a period of less than 90 days unless there are
extenuating circumstances. Services may include supports due to changes in the individual’s physical,
mental or emotional status. Supports may also be requested for assistance needed in direct relation
to caregiver age or ability to provide care for the individual while other permanent supports and
services can be coordinated. Not intended for ongoing or routine care needs. Examples of supports
can include respite, teaching social skills, activities of daily living (ADL) skills, assistance with medical
appointments, facilitating initial access to community resources, modeling behavioral techniques,
recreation, or assistance in completing forms for access to ongoing supports and community
resources.



Families may request assistance in completing applications and filing for necessary benefits and
entitlements which may include:

= Guardianship

= Social Security Disability Income

= Fee-for-service Medicaid

= Other requested assistance

Case Management

The DDS case manager is the primary contact for persons who are eligible for DDS supports and
services and have fee-for-service Title XIX (Medicaid). The case manager is the individual who the
family or individual contacts with questions and for information. The case manager assists family
members in 1) identifying needs through a level of need assessment and planning process, 2) gaining
access to supports and services to meet those needs and 3) monitoring progress and evaluating the
quality of supports and services. The case manager also maintains the master file which contains the
important record of information about each individual on their caseload.

The frequency of case manager contact is determined by the type and amount of supports and
services each individual receives. At a minimum, your case manager should have at least one visit
with your family member annually. The frequency of case manager contact will be specified in your
family member’s individual plan.

Voluntary Services Program

The DDS Voluntary Services Program (VSP) supports children who have intellectual disabilities and
emotional, behavioral, or mental health needs that result in the functional impairment of the child and
substantially interfere with or limit the child’s functioning in the family or community activities. Many of
the children served in VSP have pervasive developmental disorders such as autism spectrum
disorder or significant behavioral health or psychiatric disorders and exhibit extremely challenging
behaviors. The services are intended to support families to care for their children within the family
home.

Approximately 436 children were in the DDS VSP program statewide in 2012.

DDS/DSS MOU

The DDS/DSS program (funds received from DSS) benefits DDS consumers who are Medicaid
recipients willing to forego home care staff in exchange for funding used to hire dedicated in-home
caregivers. DDS did not receive DSS MOU dollars in FY 2012, However, the West Region was able
to provide services to six children with recycled 2011 funds.

CT Family Support Network

Provides one-to-one supported services to families through a contract with DDS. This
includes advocacy, telephone and individual contact, family/staff trainings -families, and all
families, resource and information sharing throughout the State of Connecticut. For more
information please visit their website at www.ctfsn.org.




Money Follows the Person

DDS has assisted children to apply for Medicaid and return home to the community. These children
were under the Katie Beckett waiver and receiving Helpline case management. They were receiving
intensive medical services through their Medicaid eligibility. If the child or young adult is eligible for
DDS and meets the criteria for MFP, DDS will assist in moving the individual back into the community.
DDS anticipates the number of individuals utilizing this opportunity to increase over the next year with
dedicated case management funded by MFP.

Employment and Day Supports Waiver

The Employment and Day Supports waiver was approved by CMS to begin April 1, 2012 for a period of
five years. This waiver is designed to support individuals who live with family or in their own homes
and have a strong natural support system. This includes children under the age of 21 with complex
medical needs who would otherwise require institutional placement and individuals over the age of 18
who require career development, supported employment or community based day supports, respite,
and/or behavioral supports to remain in their own or their family home. This waiver will serve 200
people the first year and will increase by 100 slots each year.

Self Directed Services: Since FY 2000, DDS has offered families who receive funds from
the department to choose to use their allocated funding to hire and manage their own staff to
provide in-home supports. In FY 12 1,078 families chose to self-direct their services and hire
staff to provide respite or in-home supports.

Autism Services: The DDS Autism Division currently serves 78 individuals with ASD who do not
have Intellectual Disability. Between the calendar years 2009 and 2011, the estimated expenditure,
$836,000 and $1.09 million respectively increased 30.5%. The majority of funding (over 70%) was
spent on Life Skills, job coaching and community mentor services. Both provide social and behavioral
supports to the individuals in these programs allowing them to participate in jobs and other community
activities. The DDS Autism Division is currently in the process of transferring 25 children with ASD
from DCF through their Voluntary Services Program. As of November 1st 2012, four children were
receiving services through DDS.

DDS Five Year Plan 2012 - 2017

DDS'’s Five Year Plan (2012-2017) is a strategic statement of DDS'’s direction and an outline of
priorities which will be used to guide the direction of the current and future service system. The plan
contains 25 goals and was submitted to the legislature in February of 2012.

As many of the goals address systemic changes that need to be made to our service delivery
systems, many of them will take time and much input from a whole spectrum of stakeholders.
Stakeholders, it should be noted, could include anyone who is touched by our services. The
people we support, their families, public and private staff, our many partners from other state
agencies and the larger community are all potential stakeholders.

Conversations have been initiated with DDS staff to prioritize the order in which goals will be
addressed and a new Individual and Family Advocate has become the primary facilitator of the
Five Year Plan process. DDS staff will necessarily play key roles with other stakeholders in
overseeing the work on specific goals. While there is much interest on the part of DDS and
private sector staff in getting to work on the goals, we must use our relatively fragile resources
wisely and address goals collectively and systematically. We are very excited with the
widespread level of interest in our plan and know that the ultimate results will be both highly
regarded and truly responsive to people’s needs as they will reflect the input of so many
motivated stakeholders



DDS LEGISLATION
The following bills were proposed by DDS during the 2012 Legislative Session, passed by the
legislature, signed by the Governor and have become law:

S.B. No. 205 (PA 12-44) AN ACT CONCERNING INSURANCE COVERAGE FOR THE
BIRTH-TO-THREE PROGRAM This act amends state statutes concerning health insurance
coverage for birth-to-three programs to allow the state to establish a new baseline of state and local
expenditures for early intervention services in the next federal fiscal year pursuant to federal
regulations. The act changes requirements for individual and group health insurance policies that
provide coverage for medically necessary early intervention (birth-to-three) services as part of an
individualized family service plan. Existing law prohibits payments for birth-to-three services from
applying against any maximum lifetime or annual limit in the policy. The act also prohibits payments
from causing: 1. a loss of benefits due to a policy limit, 2. an insured child or family member to be
denied health insurance coverage, and 3. a policy rescission or cancellation. The act specifies that
payments for birth-to-three services must be treated the same as other claim experience for premium
rating purposes. Effective Date: July 1, 2012

H.B. No. 5105 AN ACT CONCERNING THE JOB EXPANSION TAX CREDIT PROGRAM
AND INDIVIDUALS RECEIVING CERTAIN SERVICES FROM THE DEPARTMENTS OF
MENTAL HEALTH AND ADDICTION SERVICES AND DEVELOPMENTAL SERVICES
This bill which did not pass would have allowed employers that hire individuals receiving employment
services through the Departments of Mental Health and Addiction Services and Developmental
Services to qualify for the job expansion tax credit program (an incentive for employers to hire
individuals with intellectual and mental health disabilities). The tax credit program runs until January
1, 2014 and would offer a tax credit of $900 a month for employers who hire a qualified employee.
The bill made it through the Commerce and Public Health Committees but died in the Finance
Revenue and Bonding Committee. The bill was then passed as part of the June 12, 2012 Special
Session in Section 198 of H.B. No. 6001 (PA 12-1 JSS) AN ACT IMPLEMENTING
PROVISIONS OF THE STATE BUDGET FOR

THE FISCAL YEAR BEGINNING JULY 1, 2012.

H.B. No. 5367 AN ACT CONCERNING COMPETENCY TO STAND TRIAL This bill which did
not pass would have allowed a court to receive notice if a defendant was released from commitment to
the Commissioner of Developmental Services prior to the expiration of the statute of limitations for the
crime with which the defendant was charged and allows the court to order periodic evaluations of the
defendant. The bill also would have allowed the Department of Mental Health and Addiction Services
and the Department of Correction to coordinate the custody and treatment of a defendant who presents
a significant security, safety or medical risk. The bill passed the House but died in the Senate. The bill
was then passed as part of the June 12, 2012 Special Session in Section 142 of H.B. No. 6001 (PA 12-
1 JSS) AN ACT IMPLEMENTING PROVISIONS OF THE STATE BUDGET FOR THE
FISCAL YEAR BEGINNING JULY 1, 2012.

Families can also obtain additional information through the DDS website at www.ct.gov/dds.

Other Important Information:

As of 9/30/2012, there were 57 on the DDS emergency list, 965 individuals on the priority list and
1,394 on the planning list.



Program Report Card: Voluntary Services Program (VSP) - (Department of Developmental Services-DDS)

Quality of Life Result: All Connecticut children and adolescents thrive in school, at home and in life.

Contribution to the Result: The DDS Voluntary Services Program provides in-home supports and training to families to decrease a child’s challenging behaviors, allow the
family to remain intact, and allow children and adolescents to thrive at home.

Total Program Funding:
Program Expenditures

Actual FY 11
Estimated FY 12

Partners:

State Funding

$27,394,028
$31,256,734

Federal Funding

0 0
0 0

Other Funding

Total Funding

$27,394,028
$31,256,734

Department of Children and Families (DCF); Families of children served in VSP; Local Education Agencies (LEAS); Office of the Child Advocate

How Much Did We Do?

Performance Measure 1: Number of Children
enrolled in the DDS Voluntary Services Program.

500 434422426

400 343

300

200 -

100 -
0 -

Lo A\ b ) N
& &S ((_k(?’ & &

&
(E&

Story behind the baseline:

The blue bars represent the number of children
and adolescents who were enrolled in the program
at the end of the fiscal year (FY). During any fiscal
year, adolescents age out of the program when
they turn 21, thus the actual number served during
the fiscal year includes approximately 15 to 20
additional children.

With no new funding in FY11, there were no new
children or adolescents entering the program
either through the DDS application process or
through the DCF yearly transfer process.

Trend: [Flat/No Trend «»]

Rev. 2-24-12

How Well Did We Do?

Performance Measure 2: Cost of Service

DDS has worked to lower the cost of its Voluntary
Service Program. Average cost per child has
decreased from approximately $83,000 in FY 08 to
approximately $70,200 in FY 11. The average cost
has gone down as a higher percentage of children
are served at home.
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Average Cost Per VSP Participant
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$70,200

FY 08 FY 09 FY 11

Story behind the baseline:

The agency understands the state’s fiscal situation and
has made every effort to manage its costs. An out-of-
home placement typically is at least three times more
expensive than supporting a child living with their family.
Therefore, DDS'’s efforts to support families and improve
behavioral interventions with in-home supports is both
best practice and fiscally responsible. DDS also is
working to reduce out-of-state placements, which are
not eligible for federal reimbursement under the HCBS
waivers.

Trend: [AYes]

Is Anyone Better Off?

Performance Measure 3:
Children who remain in-home vs. receiving
out-of-home (in CT) and out of CT placement.

100% -

80%

FY09 Fy10 Fyll

Hin-Home MWOut Of Home-CT W Out-Of-State

This graph represents in home supports vs. out of home
supports. Since DDS began this program, this
percentage receiving in-home services has increased.
In FY11 there were significant numbers of
psychiatric emergencies. In-state provider
capacity to place these individuals in appropriate
settings was strained and thus the percentage of
out-of-state placements increased.

Trend: [AYes]

Page 1 of 2



Program Report Card: Voluntary Services Program (VSP) - (Department of Developmental Services-DDS)

Is Anyone Better Off?
Performance Measure 4: Survey of Families with
Children in DDS-VSP

During testimony before the Appropriations Committee
the Department proposed doing a Survey of families
participating in In-Home Behavioral Supports and
Services as part of the DDS-VSP Program. The
Committee supported this and during September of
2010 the Survey was completed. This is a new
Performance Measure.

Story behind the baseline: Survey Results:

e 306 Families were sent the survey. There was a
38.2% return rate as 117 surveys were returned.

¢ For all responses to all questions by all 117 families,
the average for all 15 questions was 65% were
Strongly Agree or Very Strongly Agree.

e For the Survey Question #15 - Overall the
Voluntary Services Program has been beneficial
to our family — 81.6% of the responses were
Strongly Agree or Very Strongly Agree.

The percentages of responses listed to the following
questions, reflect the number of responses that were
either Strongly Agree or Very Strongly Agree.

80% - -
0% o 62 6% 01.8%
0% E6.E%
5%
Al
3%
70%
0%
0%
Helped overall Feel more like a Parlicipalein - Helped my
stress at home famiby community life  childwith
schnol

Due to the Department receiving no new appropriation
for the VSP Program, there were no new children or
adolescents entering the Program either through our
application process or through the DCF yearly transfer
Process. No Survey was completed for FY11 as there
were no new children or adolescents added to the VSP
Program._ We would have been surveying basically the
same families. *** See Data Development Agenda’™**
Trend: [Flat/No Trend «»]

Rev. 2-24-12

Proposed actions to turn the curve:

DDS plans to continue its efforts to expand
capacity to support individuals in their own homes.
However, services for newly eligible applicants are
dependent on new state funding and the ability to
reuse existing resources when children age out of
the program at twenty-one. In FY10 the number
decreased as a result of children aging out and the
VSP funding level being reduced. A VSP waiting
list was created in FY11 because no new funding
was appropriated to expand the program.

In FY 11 DDS expanded by 14 the number of
clinical behavioral service providers qualified to
provide services under the waiver. Through
quality improvements in supports and services to
families, DDS hopes to further reduce out-of-home
placements.

In FY 11, DDS added four new providers of
Individualized Home Supports. DDS plans to
continue its efforts to expand capacity to support
individuals in their own homes by recruiting
additional behavioral consultants.

The agency has increased the number of
providers of in-home supports. Behavioral
consultation was added as a waiver service in
FY10, and the number of behaviorists who are
qualified providers increased during FY11. In
FY10, 35 new individual behavioral providers were
approved as qualified vendors, and an additional
27 were approved in FY11.

Data Development Agenda:

Although a survey can be helpful in determining
the effectiveness of a program, DDS is unable to
commit to doing another survey at this time given
staff resources to collect and analyze data. Also,
families do not always welcome the intrusion of a
survey and for this population; it might make
more sense to do a survey every few years so as
not to badger the program participants’ families.
That being said, there are other options that
could be used to evaluate the effectiveness of
this program for families. DDS will discuss the
possibility of utilizing the Quality Service Reviews
as a tool for quality and effectiveness
measurements. Also, DDS has recently agreed
to once again participate in the National Core
Indicators (NCI) project. DDS will be looking to
see if there is a relevant assessment tool as part
of the NCI project that could be used to assess
the VSP program going forward.

Page 2 of 2






APPENDIX B

The Connecticut Department of Public Heath

The Connecticut Medical Home Initiative (CMHI) for Children and
Youth with ial Health .

1. What is the quality of life result?

All Connecticut Children and Youth with Special Health Care Needs (CYSHCN) and
their families have access to medical homes that deliver comprehensive, coordinated care
in a culturally competent manner and link them to basic needs and services essential to
reaching their potential and maintaining their health throughout the life course.

2. How does the program contribute to the result?

CHMI provides for five community-based regional medical home care coordination
networks; a statewide point of intake, information and referral; provider and family
outreach and parent-to-parent support; and access to respite and extended services.

3. Who are the partners?

There are numerous stakeholders and partners who are playing major roles in “doing
better”. These include children and youth with special health care needs, their families
and Community Based Organizations which represent them including, but not limited to:
The Family Support Network, Parents Available to Help/Family Voices CT, CT Kids As
Self Advocates, FAVOR, and CPAC. Major roles are also played by organizations
represented on the Medical Home Advisory Council including state agencies, AJ
Pappanikou Center for Excellence in Developmental Disabilities (the state’s UCEDD),
Child Development Infoline, Child Health and Development Institute, the CT AAP, and
Community Health Network.

4. How much did we do?

CMHI provided services to 8,020 children and youth with special health care needs in
state fiscal 2011.

Children and Youth with Special Health Care Needs are individuals under 21 years of age
who have or are at an increased risk for a chronic physical, developmental, behavioral or
emotional condition and require health and related services beyond that required for
children in general. The program also serves Connecticut residents with Cystic Fibrosis
regardless of age. There are approximately 133,000 CYSHCN in CT (U.S. Department
of Health & Human Services).

5. How well did we do it?

The Maternal Child Health Bureau conducts a national survey to assess the impact of
programs for Children and Youth with Special Health Care Needs in the states. Based on



six core measures, Connecticut is benchmarked against the nation in the 2005/2006
survey as follows:

CYSHCN whose families are partners in decision-making at all levels, and who are
satisfied with the services they receive. National: 57.4%, CT 57.8%

CYSHCN who receive coordinated, ongoing, comprehensive care within a medical
home.
National 47.1%, CT 48.5%

CYSHCN whose families have adequate private and/or public insurance to pay for the
services they need. National: 62.0%, CT 61.7%

CYSHCN who are screened early and continuously for special health care needs.
National: 63.8%, CT 70.6%

CYSHCN whose services are organized in ways that families can use them easily.
National 89.1%, CT 89.4%

Youth with special health care needs who receive the services necessary to make
appropriate transitions to adult health care, work, and independence.
National 41.2%, CT 43.3%

Consumers served by the program are surveyed to measure programmatic service
delivery and satisfaction. Results from The Medical Home Family Survey conducted
from February to June 2010 indicated 87% of the 200 respondents indicated they had
access to their child’s physician when needed, 91% reported their physician listened to
their concerns, 85% reported the office staff were knowledgeable of their child’s
condition and history. Families reported care plans were in place 44% of the time (note
comparison to database analysis below), 96% of those reported they understood their care
plans, and 78% reported participation in developing the care plan. Families reported they
were satisfied that their child’s needs were met by the care plan 91% of the time and 73%
reported they were given hard copies of the care plan to share with others. Responses
indicated care coordinators always helped to communicate with others involved in the
child’s care 88% of the time (an additional 8% responded sometimes), and always
worked to connect the family to resources 86% of the time (an additional 4% responded
sometimes). Respondents with children over 13 years of age indicated 66% always
received assistance in addressing health care needs moving towards adult services (5%
responded sometimes).

An access database is maintained to measure programmatic progress. Process measures
evaluated include the percentage of care plans in place and the number of consumers
successfully linked to services. An analysis of the database indicated that in state fiscal
2011 more than 86% of children served by the program were successfully linked to
resources outside the medical home and 56% had care plans in place (this was the third
year that programmatic expectations included implementation of methodologies to



address linkages and care planning, including standardized documentation of these
activities — a baseline in fiscal 2008 indicated approximately 50% received successful
linkages outside the medical home and 23% had care plans in place).

5. Is anyone better off?

Analysis of hospital admission data has been done to demonstrate programmatic
outcomes. (The following is trend data over time based on available data and is not
based on experimental design and does not include comparison to a control group).

Summary of Data from 2006 Cohort of CYSHCN from Stamford catchment area
Comparison to hospital data from 2006-2009
(9/23/2010 Nancy L. Barrett)

The cohort of CYSHCN clients selected were children born in 1990 or later from the
Stamford catchment area. This data was cleaned then matched with CHIME data for the
years 2006-2009.

Total in Cohort = 807

Cohort characteristics

338 (42%) female 48% Hispanic (regardless of race) 44% 0-5 years of age
24% African American or Black 32% 6-10 years of age
469 (58%) male (non-Hispanic)
18% White (non-Hispanic) 24% 10+ years of age
4% Other race or races (non-
Hispanic)
6% Unknown

The 807 were further split into any client with at least one hospital admission from 2006
through 2009 based on CHIME data. Total admitted = 587 (73%), total not admitted =
220 (27%)

Hospital admissions — the 2006 cohort data was matched to CHIME data from the years
2006-2009 to identify those children with hospital admissions. The graph below shows
the average number of admissions per child by year (admitted children only).
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2.40

2.30 4
2.20 4
2.10 -

2.00
1.90 -
1.80 —

2006 2007 2008 2009

Year

Average number of
admissions

The graph below shows the total LOS for all children admitted by year (bars) vs. the average LOS
per child by year (blue line).

Total LOS in days vs. Average LOS per child
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Conclusions: Trends over time indicate a reduction in the number of hospital admissions; as well
as shorter lengths of stay are experienced by consumers served by the program.



APPENDIX C

OFFICE OF PROTECTION AND ADVOCACY FOR PERSONS WITH
DISABILITIES

The Office of Protection and Advocacy for Persons with Disabilities (P&A) is an
independent state agency providing information, referrals, advocacy assistance,
investigations and limited legal services to people with disabilities in the state of
Connecticut whose civil rights have been violated or who are experiencing difficulty
securing relevant support services. P&A supports the development of community
advocacy groups by providing training and technical assistance. P&A is responsible for
investigating abuse and neglect of individuals with an intellectual disability ages 18-59 and
deaths of all individuals with an intellectual disability over the age of 18 where abuse and
/or neglect may have been the cause. Along with information on the Abuse Investigation
Division and Case Advocacy Services, this summary highlights the ten-year report of
P&A'’s Fatality Review Board. For the past ten years, P&A has played a critical role in
reviewing and investigating the deaths of people served by human service systems, with
particular emphasis on people supported through the Department of Developmental
Services. Both P&A’s Abuse Investigation Division and the Fatality Review Board for
Persons with Disabilities have contributed to this effort.

STATISTICAL HIGHLIGHTS

e Responded to 3,609 requests for information, referral and short-term assistance.

e Received 1,126 allegations of suspected abuse or neglect resulting in 1,117 cases.

e Provided intensive advocacy representation to 522 persons with disabilities
addressing issues including, but not limited to, education, employment, housing,
unnecessary institutionalization, rights violations, government benefits, quality
assurance, guardianship, parental rights. child care.

e Sponsored or participated in 85 training events reaching more than 2,700 people
with disabilities, family members and others.

e Reviewed 210 deaths of individuals served by the Department of Developmental
Services and 4 deaths of individuals served by the Department of Mental Health
and Addiction Services

e Attended 30 resource fairs or information events reaching more than 3,000 people.

e Distributed more than 14,000 disability related publications.

e Received more than132,000 hits on the P&A website.
e Provided 3,500 people with disabilities the opportunity to register to vote.

Statistics alone do not tell the full story. The real life experiences of people with disabilities
who turned to P&A, as summarized below, provide a glimpse of the impact that P&A’s
safeguarding activities have had on the lives of people with disabilities in Connecticut.
P&A’s 2012 Annual Report contains more comprehensive statistical information and more
illustrative client stories. It is available on the P&A website at www.ct.gov/opapd.
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ABUSE INVESTIGATION DIVISION

Sandra’s Story: In late 2011, P&A’s Abuse Investigation Division (AID) received a report
alleging that “Sandra” (not her real name), a 50 year old woman with intellectual
disabilities, was being beaten and “treated like a slave” in her home by her sister, who was
also Sandra’s guardian and principal caretaker. The reporter stated that the sister was
preventing Sandra from attending her day program, and that she had hit Sandra with an
extension cord for taking a piece of gum. A review of P&A files indicated that neglect had
previously been substantiated in the home due to Sandra not receiving her prescribed
medications.

In response to the December referral, P&A investigators made numerous attempts to
contact Sandra at the home she shared with her sister. Attempts to schedule
appointments proved fruitless as the phone was never answered, and calling card
requests to contact P&A were ignored. Investigators made numerous unannounced visits
to the home, but no one answered the door, even though sounds from inside the house
suggested that someone was home. Meanwhile, Sandra continued to miss her day
program. Eventually, the investigators’ persistence paid off: as they arrived for another
unannounced visit, Sandra’s sister opened the door. She insisted that Sandra was not
home, but promised that she would be there that next day.

The following day, AID investigators interviewed Sandra. They noted that she looked
markedly thinner than she had at the time of their previous investigation. They also noted
a large scratch on Sandra’s right cheek, and a swollen right elboow. When asked how she
had sustained those injuries, Sandra stated she received them from her sister who she
also said beat her regularly and hit her with a wire. Although limited verbally, Sandra
indicated to investigators that she was fearful on a daily basis that she would be hit by her
sister. Sandra was clearly afraid, both of staying with her sister, and, at the same time, of
leaving the premises. When interviewed, the sister denied causing any injuries to Sandra,
but admitted that she had struck her from time to time.

Because Sandra had apparently been assaulted and sustained injuries, and because she
was in fear of further assaults and injuries, P&A investigators contacted the local police
and also requested immediate protective services from DDS. Sandra was taken to the
hospital for an immediate evaluation and was then relocated to a DDS Community Care
Home. Physical abuse was substantiated. Sandra remains living at the Community Care
Home at this time and is reportedly doing very well.

CASE ADVOCACY SERVICES- For people who are uncertain about their rights, or who
are facing daunting barriers, important life decisions, confrontations with powerful systems
or even instances of outright discrimination, P&A provides empowering information,
straight answers and short-term problem-solving assistance. The following story is one of
many that reflect the human impact that P&A has made on lives of people with disabilities
living in Connecticut:



Kevin's Story: When advocates met with Kevin and his mother, he had just been
suspended from his middle school after having returned from an out-of-district educational
placement. Kevin has learning and behavioral disabilities which qualify him for special
education and related services under both federal and state law. However, his school had
failed to convene educational meetings called Planning and Placement Team (PPT)
meetings to evaluate and determine his needs for specialized instruction and support
services. Without those supports, Kevin had considerable difficulty navigating the regular
classroom program. Rather than providing the Individualized Education Plan (IEP) and
resources to allow him to be successful within his school community, the District had
responded to Kevin's behaviors with repeated suspensions and other punitive measures,
and ultimately, by placing him into a poorly designed, inadequately resourced, segregated
program it had hastily developed for students with behavior problems. Following
numerous complaints, separate investigations by the State Department of Education and
P&A, and a series of embarrassing newspaper articles, that program was adjudged to be a
massive failure. The school system promised major changes would be made before the
start of the next school year. However, one month prior to the start of that new school
year, the school system decided to shut the program down and send its students,
including Kevin, to a privately operated out-of-district placement nearly an hour away. At
that school, Kevin was routinely physically restrained for misconduct.

Ultimately, Kevin and other students were returned to their home district, but without the
individualized assessment and planning processes required by law. Kevin was back
where he started — plunked down in a middle school that was ill-prepared to educate him,
and without the appropriate evaluations and an individualized plan for teaching him the
coping skills and academic information he desperately needed to succeed. In fact, he had
lost ground — two academic years had been wasted by his school system as it shuttled
Kevin and other students around, ignoring their needs while it made much-publicized
efforts to improve test scores and graduation rates for other students.

P&A filed a formal complaint with the U.S. Department of Education’s Office of Civil Rights
(OCR) requesting an investigation of the school’s pattern of unilateral and arbitrary
placements and other potentially discriminatory practices affecting students with Emotional
Disturbance (ED). OCR agreed to look into Kevin's situation as part of that inquiry. OCR
was able to secure a plan of correction from the school system, and a further agreement to
comply with it. The agreement ensured system change for Kevin and other students in the
district. In Kevin’s case, the school district agreed to review his educational placement
and convene his PPT so that a placement decision could be made based on evaluations —
evaluations that would include information from a variety of resources and a proper
discussion of his needs. Kevin's team was also required to determine what and how much
educational or other services, such as counseling or other related services he had lost,
and to develop a plan to compensate him for those services, giving him the opportunity to
catch up with his non-disabled peers. Kevin now attends school in his district with the
supports he needs.

Supporting Parents with Cognitive limitations: For many years, P&A has represented
parents with Intellectual Disability or borderline intellectual functioning. Through this work,




P&A has learned that it is not unusual for a parent to lose custody of their child - not
because of anything they have done wrong, but because of their diagnosis. This occurs
despite the fact that a considerable body of research exists demonstrating that parental
capacity and intellectual functioning are not closely correlated. In some cases, this occurs
because a parent needs some level of ongoing support. This can create difficulty in a
child protection system that operates under mandated time lines that require development
of a safe, permanent alternative if the birth parent's problem isn't "fixed" within a year or
so. Such timeframes for “permanency planning” may be understandable in situations
where addiction to substances, lack of skills or criminal acts are involved, but cognitive
impairments are not “resolved” by completing a treatment program or making life changes.
Even so, parents with intellectual disabilities are sometimes required to attend generic
"parenting classes" which may have no bearing on their needs and issues, and may not
even be offered in a format that is accessible to them. Even after completing these
classes, the parents still need ongoing, individualized instruction and support. This is a
situation where fighting discrimination requires both individual case advocacy and systems
change work.

The latter has led to P&A's involvement in the State’s Parents with Cognitive Limitations
Workgroup, and membership in the international not-for-profit organization, The
Association for Successful Parenting, (TASP). This year, a P&A staff advocate, was
elected to a leadership role within that organization. And, after years of work by many
allies, change is coming to Connecticut! The Department of Developmental Services
(DDS) has obtained approval for Medicaid reimbursement for parental support and
training, beginning early in 2013; and DDS and the Department of Children and Families
are working together to meet the needs of families for the first time. These changes have
already been making a difference for a number of Connecticut families. For more
information visit www.achancetoparent.net!

Partners in Policymaking: P&A also collaborated with its Developmental Disabilities
Network partners to sponsor “Partners in Policymaking”, (Partners) a nationally recognized
comprehensive leadership training for people with disabilities and parents or grandparents
of children with disabilities. Participants spent seven overnight sessions at a hotel where
they had an opportunity to learn from state and national experts about disability related
topics such as History of the Disability Rights Movement, Self Advocacy, Vocational
Rehabilitation and Employment Rights, Housing, State and Federal Laws and Regulations,
Inclusive Education, Assistive Technology, Communication and Team Building, and the
Legislative Process. Monthly hands on activities helped to build oral communication skills
culminating in a session where participants practiced expressing legislative ideas with their
state senators and representatives. Each participant was responsible for developing a
project that would benefit the disability community. Notable projects included training for
boards of education about basic disability issues, a brochure on driver training for drivers
with disabilities, and a public service announcement encouraging motorists to stay out of
accessible parking spaces.




Because of the need to develop leaders in the disability community, P&A staff devoted
significant time to Partners. P&A participated on the planning committee and attended
sessions of the training, providing extensive support to Latino participants who
experienced difficulty with the training. Staff provided training in the areas of cultural
diversity, federal disability laws, special education, parliamentary procedure, how the
legislature works in Connecticut and assistive technology.

FATALITY REVIEW BOARD

The Fatality Review Board for Persons with Disabilities (FRB) was established to bring
greater independence and oversight to the fatality review process for people with
Intellectual Disability who receive services from the Department of Developmental
Services (DDS). The FRB is supported by P&A and operates independent of the DDS
independent mortality review structure. FRB staff tracks all reported DDS client deaths
and pursues preliminary inquiries and full, independent investigations into selected
deaths. The Executive Director of P&A chairs the FRB. The FRB also has Governor-
appointed members who are drawn from medical, law enforcement, human service and
forensic investigation professions. Since 2009, the Connecticut Legislature has required
the Department of Mental Health and Addiction Services (DMHAS) to report the death of
anyone receiving inpatient behavioral health services in a DMHAS-operated facility to P&A
within 30 days after the individual's death. The FRB also reviews these deaths and
investigates as necessary.

Fatality Review Board Ten Year Summary Report: For the past ten years, P&A has played
a critical role in reviewing and investigating the deaths of people served by human service
systems, with particular emphasis on people supported through the Department of
Developmental Services. Both P&A’s Abuse Investigation Division and the State’s Fatality
Review Board for Persons with Disabilities, which is supported by P&A, have contributed
to this effort.

Questions of trust, blame, respect, confidentiality and fear of consequences and/or liability
surround all mortality review processes, including those affecting people with intellectual
and developmental disabilities. The stakes are high for everyone: for individual human
beings who are trying to chart their own courses through life but who may depend, to
varying degrees, on the competence and commitment of care givers to help them navigate
through the world’s complexities; for families seeking answers to agonizing questions; for
providers and practitioners whose reputations and ability to continue to practice their
professions are on the line; and for leaders in health and human service systems who are
trying to implement policies that genuinely respect personal autonomy and individual
choices on the one hand, yet establish reasonable safeguards and accountability
mechanisms on the other.

Ten years ago, in response to questions about the levels of accountability and
trustworthiness with which its developmental services system was monitoring client
deaths, Connecticut created a mortality review process which is characterized by
independent checks and balances. In contrast to previous practice, the current system



has both internal and external components. It assures that the death of each individual
who receives even minimum levels of service through the developmental services system
is reviewed, that suspected abuse and neglect are independently investigated, and that
trends and systemic problems are identified so they can be addressed. After ten years of
operation, a much more complete picture of the mortality experience of people with
Intellectual Disability has emerged and a number of important issues have been identified.
Many of those issues have been addressed while others still require action. Also
emerging is a more sophisticated understanding of what the more persistent “problems”
represent. When there has been an error or significant omission which has led to an
individual's death — something that never should have happened and never should be
allowed to happen again — it is tempting to respond by imposing new procedural
requirements, or by mandating universal training on a particular topic, or by adding
additional layers of oversight. Sometimes such responses are warranted and actually
helpful. But, sometimes, the ‘problem’ is not so easily isolated and addressed; sometimes
it is a symptom of an underlying issue, like the slow starvation of the State’s chronically
under-funded network of community service providers over the past fifteen years; or the
naive, yet widespread assumption operating within the culture of the developmental
services system that it can do little to affect outcomes once its clients become “patients” in
healthcare environments. Sometimes, too, the underlying problem can be best
understood as one of misplaced administrative emphasis — too much reliance on
regulatory requirements, bureaucratic detail and the myth of organizational perfectibility,
and too little investment in cultivating competence and renewing commitment within the
“human infrastructure” that is the blood and bones of any human service. Just as Gandhi
warned against “systems so perfect that nobody needs to be good"”, one of the most
significant lessons fatality review teaches involves the critical importance of good values
and a sense of shared responsibility on the part of people at all levels of the service
system.

The good news is that Connecticut now has a comprehensive mortality review system,
and it is clear that most — the vast majority — of deaths reviewed raise no questions about
the quality of services or care. In fact, the records reviewed by the Fatality Review Board
indicate that many of the individuals who died were genuinely respected, well supported,
very much cared about by others, and that a number of those who had terminal conditions
were able to pass away in their homes, supported to the end with dignity, respect and
affection. At the end of our lives, we should all be so fortunate. Clearly there are many
competent and committed caregivers supporting people with Intellectual Disabilities. But,
an honest look requires that we acknowledge that too many things still go wrong, and that
there are important lessons to learn by vigorously reviewing those cases. We owe it to
those whose deaths were untimely to continue to pursue those lessons. In the end, a
commitment to continual learning — to relentlessly pursuing an accurate understanding of
what happened in each case - what worked and what didn’t, what contributed and what
interfered, what needs to change — may be the most important way we can honor those
people.

A copy of the full report is available on the P&A website at:
http://www.ct.gov/opapd/cwp/view.asp?0Q=504040&A=1757.




2013 Program Report Card: Abuse Investigation Division (OPA)
Quality of Life Result: All adults with intellectual disability are safe and secure.

Contribution to the Result: The Abuse Investigation Division (AID) ensures that allegations of abuse and neglect with respect to adults with intellectual disability
are promptly and thoroughly investigated, and that when abuse or neglect is substantiated, Protective Service Plans (PSPs) are initiated through appropriate
service agencies in order to remedy conditions and protect victims. If a situation of immediate jeopardy is reported, AID initiates a request for an Immediate
Protective Service Plan (IPSP) from the Department of Developmental Services (DDS), pending the results of a full investigation. In addition, AID maintains a
central registry of allegations, and monitors the status of PSPs to ensure promised services are, in fact, being delivered, and to determine whether there is a
continuing need for a formal protective service plan.

Program Expenditures State Funding Federal Funding Other Funding Total Funding
Actual FY 12 $880,355 $66,280 0 $946,635
Estimated FY 13 $847,749 $63,825 0 $911,574

Partners: Department of Developmental Services (DDS) and private providers licensed or contracted by DDS; State Prosecutors, Statutorily Mandated
Reporters; State and local police agencies; probate courts; Departments of Public Health (DPH), Social Services (DSS) and Children and Families (DCF);
Fatality Review Board for Persons with Disabilities (FRB); Office of the Chief Medical Examiner (OCME); Connecticut Sexual Assault Crisis Centers; local
mental health authorities.

How Much Did We Do?
Reporting rates of selected, specific categories of abuse and neglect. How Well Did We Do It?
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Story behind the baseline: Reporting of suspected abuse or
neglect is a critical component in statewide efforts to remedy 0 L AL A
systems issues and protect against abuse and neglect. By tracking FY FY FY FY
overall reporting activity, and focusing on particular cate