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RE: Final Decision

On July 15, 2021 the proposed decision of the hearing officer regarding the eligibility of

to receive services of the Department of Developmental Services was sent to you and all parties.
Parties had ten (10) business days from receipt of the proposed decision to submit comments in support or
opposition. Comments submitted on behalf of the Petitioner were received on July 26, 2021. No comments
were submitted on behalf of DDS,

After reviewing the proposed decision and the record, including exhibits submitted at the hearing and
comments submitted on behalf of the Petitioner, I concur with the hearing officer, adopt the Proposed
Decision as the Final Decision and find that ﬂwﬂﬂg for services of the Department
of Developmental Services pursuant to Connecticut General Statute section 1-1g. DDS is not stating that

oes not need and will not need assistance with his life plans, but that he does not meet the statutory
criteria that we are required to follow.

If you do not agree with this decision, you have the right, in accordance with Section 4-183 of the
Connecticut General Statutes, to appeal to Superior Court. Such appeal must be submitted within forty-five
(45) days of the mailing of this final decision.
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STATE OF CONNECTICUT
DEPARTMENT OF DEVELOPMENTAL SERVICES
PROPOSED MEMORANDUM OF DECISION

ELIGIBILITY

i re: [ July 8, 2021

Introduction

Hearings were conducted remotely via Microsoft Teams on October 23, 2020, December 3, 2020,
January 5, 2021 and May 25, 2021 to determine the eligibility of Petitioner, for
services from DDS pursuant to Connecticut General Statutes Section 1-1g. The Request for
Hearing was filed by the Petitioner on September 20, 2019. The parties submitted post-hearing
briefs on June 28, 2021.

The following individuals were present at the hearings:
Gerald B, Gore, Esq. DDS Staff Attorney

Attorney for Petitioner

DDS Psychologist/Eligibility Unit Director

Mother

Father

Professor of Neurology, Pediatrics, and Medical Genetics

Clinical Child Psychologist
Psychologist

Dr, Kathleen Murphy

The following exhibits were entered into evidence:

Hearing Officer 1
Hearing Officer 2
Hearing Officer 3
Hearing Officer 4
Hearing Officer 5
Hearing Officer 6
Hearing Officer 7
Hearing Officer 8
Hearing Officer 9
Hearing Officer 10
Hearing Officer 11
Hearing Officer 12
Hearing Officer 13
Hearing Officer 14

Denial of Eligibility letter dated 7/25/2019
Request for Hearing recetved 9/20/2019
Acknowledgement letter dated 8/28/2019
Appearance,
Notice of Hearing 1/17/2020 (date of hearing 3/13/2020)
Appellant Request for Continuance dated 2/19/2020
Order, dated 2/21/2020

Notice of Hearing 3/4/2020 (date of heating 6/24/2020)
Letter from Attom./6/2020
Letter to Attorney /712020
Notice of Hearing 9/24/2020 (date of hearing 10/23/2020)
Notice of Hearing 11/5/2020 (date of hearing 12/3/2020)
Notice of Hearing 12/7/2020 (date of hearing 1/5/2021)
Notice of Hearing 5/4/2021 (date of hearing 5/25/2021)
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DDS 1
DDS 2
DDS 3

DDS 4

DDS 5

DDS 6
DDS 7
DDS 8
DDS 9
DDS 10

DDS 11
DDS 12

Petitioner 1

Petitioner 2
Petitioner 3
Petitioner 4
Petitioner 5
Petitioner 6
Petitioner 7
Petitioner 8

Petitioner 9

Petitioner 10
Petitioner 11
Petitioner 12
Petitioner 13
Petitioner 14
Petitioner 15

DDS Application 6/12/2019

Letter of DDS ineligibility 7/25/2019
Psychological Evaluation
by
Research Evaluation

I Psy.D. and

Neuroisicholoiical

ABPP

=
1IEP

Medical Progress Note 10/31/2018
IEP i

Psychological Evaluation_ by _

Ph.D.

il

Subtest Substitution Rules

DDS Letter of Parents (7/25/

19), DDS Letter to Attorney
(9/4/19), Attorney Letter to DDS
(8/20/20), Appearance

Parents’ Letter to DDS with attachments (6/13/19)
-Public Schools IEP
Dr. ] Evaluation Report

Dr. Evaluation Report (
DrsFEvaluation Report

Dr. Evaluation Report )
Journal of Developmental Medicine & Child Neurology

(2015)
Journal of Developmental and Behavioral Pediatrics

Dr, Evaluation report (
Dr. Y (undated)
Dr. Biographical Sketch (undated)

WISC-IV Appendix A Scoring for subtests
WISC-IV Manual FAQ
Subtest Substitution Rules

Statement of the Issue;

Is _eligible for DDS services pursuant to Connecticut General Statutes
Section 1-1g?
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Findings of Fact:

L.

B - i I Connecticut. His date of birth is [ NN

(Exhibit HO 1; Exhibit DDS 1; testimony o TR. 1p.15").

-was diagnosed with Niemann-Pick disease Type C in [[Jllat the age of I

(Testimony of Dr. TR I p. 72; testimony of ||| TR
11, p. 97, 129).

Niemann-Pick disease Type C is a fatal autosomal recessive neurodegenerative disorder
in which lipid storage is altered. Mutations in two genes (one of which, the MPC1 gene,
is involved in about 95 percent of patients, including lead to accumulation of
substrates, including free cholesterol, and that ultimately impairs the function and leads
to the death of cells, particularly neurons. (Testimony of Dr. TR
I pp. 65-66, 67; testimony of Dr. TR L pp. 142-143; Exhibit Petitioner 2;
Exhibit Petitioner 8).

Onset of symptoms of Niemann-Pick disease Type C is variable, with both pediatric and
adult presentations. (Exhibit Petitioner 8).

In young children, symptoms will often include enlargement of the liver and spleen and
sometimes severe liver disease, occasionally leading to death. (Testimony of Dr.
TRIp. 66).

Neurological and neurocognitive symptoms of Niemann-Pick disease Type C include
general cognitive decline, dysarthtia, dysphasia, coordination deficits reflective of
cercbellar ataxia, eye movement abnormalities, hearing loss, problems with balance and
fine motor functions, difficulty with chewing and swallowing, and seizures. (Testimony

of Dr._ TR 1 p. 67, 73, 74-75; Exhibit Petitioner 8; Exhibit
Petitioner 9).

There is no cure for Niemann-Pick disease Type C, but there are a number of therapies
which currently are under investigation, and drugs that may slow the progression of the
discase. (Testimony of Dr.HT R1p. 69).

-received special education services throughout his education careeri bei'nm'ng in

kindergarten or first grade. (Exhibit Petitioner 2; testimony of TR 11,
pp.105-106, 126-127).

I o0 experiencing some cognitive difficulties by the end of his first decade, and
those very gradually progressed over time. (Testimony of Dr.
TRIp. 76).

1 TR 1= 10-23-2020 hearing transcript; TR II = 12-3-2020 hearing transcript; TR Il = 1-5-2021 hearing transcript;
TR 1V = 5-25-2021 hearing transcript.
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10.

11.

12,

14.

15.

16.

17.

was evaluated by Dr. at the
0 when he was iy ears old. He obtained a
Full-Scale IQ score of 89 on the Wechsler Abbreviated Scale of Intelligence (WASI).
(Exhibit DDS 3; Exhibit Petitioner 7).

obtained a Full-Scale IQ score of 89 on the WASI on _, when
he was

years old. (Exhibit DDS 3; Exhibit Petitioner 7).

-obtained a Full-Scale IQ score of 89 on the WASI on _ when he

was|[years old. (Exhibit DDS 3; Exhibit Petitioner 7).

In _, when -was -years old, the Public Schools

administered the Wechsler Intelligence Scale for Children — Fourth Edition (WISC-1V).
His index scores were in the low average to average range, and his Fuil-Scale IQ was in
the average range. (Exhibit DDS 5; Exhibit Petitioner 5).

On various dates in , Dr. completed a
psychological evaluation. At the time was years old and attending the

Bllcade. (Exhibit DDS 3; Exhibit Petitioner 7).

a. On the WISC-IV - obtained a Verbal Comprehension Index score of 87; a
Perceptual Reasoning Index score of 82; a Working Memory Index score of 97; a
Processing Speed Index score of 83; and a Full-Scale 1Q score of 83. scores
were in the average to low average range. Dr. assessed intellectual
status to be within the low average range. (Exhibit DDS 3; Exhibit Petitioner 7,
testimony of Dr, Kathleen Murphy, TR III pp. 24-25).

b. According to Dr, - the applicable diagnoses were Learning Disability;
Attention Deficit Disorder; and Niemann-Pick Type C Disease. (Exhibit DDS 3;
Exhibit Petitioner 7; testimony of Dr. Kathleen Murphy, TR III p. 27).

I obtzined a Full-Scale IQ score of 79 on the Wechsler Abbreviated S
Intelligence — Second Edition (WASI-II) in_ when he was years

old. (Exhibit Petitioner 10).

!obtaincd a Full-Scale 1Q score of 76 on the WASI-Il in _ when
& Wi

as tifteen years old. (Exhibit Petitioner 10).

on [[INEGEGEGEE. - T s -years old, the National Institutes of

Health conducted a research evaluation. (Exhibit DDS 4; Exhibit Petitioner 6).

a. On the Vineland Adaptive Behavior Scale — Second Edition completed by his parent
received a Communication standard score of 83, in the low average range; a

Daily Living Skills standard score of 77, in the borderline range; a Socialization
standard score of 89, in the low average range; and an Adaptive Behavior Composite
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18.

&

When was -years old and attending the-grammic
Schools arranEcd for a neuropsychological evaluation by Dr. Dr.

standard score of 81, in the low average range. (Exhibit DDS 4; Exhibit Petitioner 6;
testimony of Dr. Kathleen Murphy, TR IiI p. 28).

On the WASI-II -obtained a Verbal IQ score of 72 and a Performance 1Q score
of 73. The four verbal and nonverbal subtests were combined to yield an overall
estimate of intellectual functioning, a Full-Scale 1Q of 70. (Exhibit DDS 4; Exhibit
Petitioner 6; testimony of Dr. Kathleen Murphy, TR III pp. 28-29).

The evaluators noted that there was considerable variability in performance among the
four sub-tests that compose the WASI-IL, suggesting that the index scores do not fully
capture [ llintellectual functioning, and so should be interpreted cautiously.
{Exhibit DDS 4; Exhibit Petitioner 6).

onducted his evaluation over the course of five days between |||

I (:ibit DDS 5; Exhibit Petitioner 5).

a.

records at the time reflected weaknesses in balance and motor coordination
and decreased strength and endurance. (Exhibit DDS §; Exhibit Petitioner 5).

-wore a baseball hat reinforced with metal plates to protect his head in the
event of a fall. His fine motor coordination appeared to be somewhat slow and
awkward and his larger body movements, including walking, sitting down and

standing up, appeared belabored. (Exhibit DDS 5; Exhibit Petitioner 5).

During the testing -seemed to grow mentally fatigued from time to time, but
recharged sufficiently after a brief rest. Due to his overall lack of mental endurance,
testing sessions were limited to 2 1/2 hours per day. (Exhibit DDS 5; Exhibit
Petitioner 5).

A test of - fine motor coordination yielded results in the deficient range.
(Exhibit DDS 5; Exhibit Petitioner 5).

In addition to a number of other tests, Dr._ administered the Wechsler
Intelligence Scale for Children — Fourth Edition (WISC-IV) and the Peabody Picture
Vocabulary Test -Third Edition (PPVT-III). (Exhibit DDS 5; Exhibit Petitioner 5).

1. -Verbal Comprehension Index, Perceptual Reasoning Index, Non-Verbal
Reasoning, Non-Verbal Concept Formation, Fund of Information, Vocabulary,
and Appreciation of Social Convention subtest scores were in the average range.
His Verbal Conceptualization subtest score was in the above average range.
(Exhibit DDS 5; Exhibit Petitioner 5).

2. Onthe WISC-IV -obtained a Verbal Comprehension Index score of 102;
Perceptual Reasoning Index score of 104; Working Memory Index score of 91,
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19.

20.

21.

22,

23,

and Visuo-Motor Processing Speed Index score of 73. (Exhibit DDS 5; Exhibit
Petitioner 5).

3. [ obtzined a Fuii-Scate 1Q of 102. Dr. | cacuated the
Perceptual Reasoning Index score by replacing Block Design with Picture
Completion; and calculated the Full-Scale 1Q by excluding the Visuo-Motor
Processing Speed Index and irorating, because of fine motor deficit.

Had he not done so, ull-Scale 1Q would have been 89. (Exhibit DDS
5; Exhibit Petitioner 5; testimony of Dr. TR Ip. 120).

f. Dr. _ found that many of -nteliectual and cognitive abilities
fell in the average range when he was evaluated in a distraction-free environment in
one-to-one testing during relatively short sessions over multiple days. (Exhibit DDS
5; Exhibit Petitioner 5).

g. Dr. _ concluded that - clementary cognitive and motoric

processes are compromised, but most of the higher level intellectual and cognitive
skills, “located” more toward the outward surface of the brain, fell in the average
range. While |l various perceptual/motor skilis and his abitity to sustain his
attention over time are poor, these weaknesses do not seem to have the degree of
impact that one would expect on higher level cognitive skills. (Exhibit DDS 5; Exhibit
Petitioner 5).

-obtained a Full-Scale IQ score of 77 on the WASI-I[ in _, when

he was [y ¢ars old. (Exhibit Petitioner 10).

On the Vineland Adaptive Behavior Scale — Second Edition completed by his parent in
when as [l years old, he received a Communication
standard score of 77; a Daily Living Skills standard score of 63; a Socialization standard
score of 74; and an Adaptive Behavior Composite standard score of 70. (Exhibit
Petitioner 10).

-began experiencing bilateral hearini loss in 2006 and required the use of hearing

aids since 2015. (Testimony of Dr. TR I p. 74; testimony of
TR 11 pp. 131-32; Exhibit Petitioner 10).

B <220 having multiple, largely uncontrollable seizures in August 2013 and was
hospitalized for treatment. (Testimony of [l TR 11 p. 111; Exhibit DDS 8;
Exhibit Petitioner 10).

Since about the age of -- has been relying on his parents for dressing,
bathing, toileting, teeth brushing, and has required assistance to ensure that he swallows
while eating and to prevent aspiration. (Testimony of - TR II pp.103-104,
107, 151).
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24,

25.

26.

27.

28,

IEP, when he was seventeen years old, reflects decreased
balance, strength and endurance; risk of falls; and slower movement than that of his peers.
(Exhibit DDS 6).

-continued to display decreased balance, strength and endurance in 2017 and was

worki ion with and without an assisting device. (Exhibit DDS 7; testimony
of Dr. TR II p. 23).

-_ IEP, when he was -years old, reflects continuing

decrease in balance, strength and endurance; moderate to maximum assistance to perform
supine to sit transfers; and discontinuati his walking and standing program. Ataxia
is also documented in the record of his Well Teen visit. (Exhibit DDS 9; Exhibit
DDS 8).

On , when -was-years old and attending the [l gradcI ihe
Public Schools completed a2 psychological evaluation. At the time

was attending the School District. The school is
located in the and serves the academic

needs of children with specialized medical needs. (Exhibit DDS 10; Exhibit Petitioner 4;
testimony of Dr. Kathleen Murphy, TR Il p. 49).

a. On the Wechsler Adult Intelligence Scale ~ Fourth Edition (WAIS-IV) [
obtained a Verbal Comprehension Index score of 70; a Perceptual Reasoning Index
score of 65; a Working Memory Index score of 63; a Processing Speed Index score of
50; and a Full-Scale 1Q score of 57. The General Ability Index was calculated at 64.
(Exhibit DDS 10; Exhibit Petitioner 4; testimony of Dr. Kathleen Murphy, TR III pp.

50-51; testimony of Dr. - TR II pp. 38-39).

b. On the Adaptive Behavior Assessment System — Third Edition (ABAS-3)
was rated a composite score of 52 by his parent; and 53 by his teacher.
adaptive skills were in the extremely low range. (Exhibit DDS 10; Exhibit Petitioner
4; testimony of Dr. Kathleen Murphy, TR Il pp. 51-52; testimony of Dr.

B & oo 42-46).
In when [ was Iy cors old, he was evaluated by Dr. [}

ver two consecutive days. (Exhibit Petitioner 10).

a. On the first day of the evaluation- appeared to fatigue during the last subtest
of the Wechsler Adult Intelligence Scales — Fourth Edition (WAIS-IV), exhibited
emesis, and the testing was discontinued, (Exhibit Petitioner 10).

b. On the second day of the evaluation -initially appeared alert but exhibited

fatigue petiodically throughout the brief assessment, dropping his head and closing
his eyes. When Dr. called his name, -Dopened his eyes but then

immediately closed them. [Jfmother interacted with him to increase his
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29.

30.

31

32.

33.

34.

alertness, and, on a second occasion when -fell asteep, assisted Dr. |k
increase —alertness. (Exhibit Petitioner 10),

c. Dr.-noted that due to his good effort across all measures the testing results
appear to be a valid estimate of [JJi] current functioning, but cautioned that
is prescribed four anti-epileptic medications that have sedating side effects,
and thus the results should be interpreted within that context. (Exhibit Petitioner 10).

d. On the Vineland Adaptive Behavior Scales — Third Edition (Vineland-3) completed
by his parents iwas given an Adaptive Behavior Composite score of 30.
(Exhibit Petitioner 10).

e. Onthe Vineland Adaptive Behavior Scales ~ Second Edition (Vineland-2) completed
by his parents was given an Adaptive Behavior Composite score of 49.

(Exhibit Petitioner 10).

f. On the Wechsler Adult Intelligence Scale - Fourth Edition (WAIS-1V) -
obtained a Verbal Comprehension Index score of 68; a Perceptual Reasoning Index
score of 65; a Working Memory Index score of 60; a Processing Speed Index score of
50; and a Full-Scale 1Q score of 55. (Exhibit Petitioner 10).

IQ scores are expected to vary within a range, usually + 5 points, depending on the test.
(Exhibit Petitioner 8).

Recent studies of typically developing children and adolescents have demonstrated that
the rate of significant change in IQ score may be much larget than most test manuvals
predict, although scores tend to increase, rather than decrease, over time. (Exhibit
Petitioner 8).

Variability in individuals with lower IQ scores may be more strongly influenced by
external factors, such as inattention and fatigue. (Exhibit Petitioner 8. See also testimony
of Dr. Kathleen Murphy, TR Il p. 44, 46, 49; Exhibit DDS 7; Exhibit DDS 9).

Standardized cognitive tests that account for impairments such as cerebellar ataxia are
lacking. (Exhibit Petitioner 8).

Although cognitive and adaptive functioning scores below 70 are generally indicative of
intellectual disability, in patients with medical conditions known to contribute to cognitive
impairment the more appropriate term is neurocognitive disorder. The term refers to both
the later onset of cognitive impairment as well as to the progressive cognitive decline -
previously referred to as dementia. (Exhibit Petitioner 8).

DDS determined that [ s not eligible for DDS services on July 25, 2019. (Exhibit
HO 1; Exhibit DDS 2).
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35.  Petitioner requested a hearing to challenge DDS’ denial on September 20, 2019. (Exhibit
HO 2).

Definitions:

Connecticut General Statutes Section 1-1g defines those who are eligible for DDS services as
those with:

[A] significant limitation in intellectual functioning and deficits in adaptive
behavior that originated during the developmental period before eighteen years of
age. . . “significant limitation in intellectual functioning” means an intelligence
quotient more than two standard deviations below the mean as measured by tests
of general intellectual functioning that are individualized, standardized and
clinically and culturally appropriate to the individual; and “adaptive behavior”
means the effectiveness or degree with which an individual meets the standards of
personal independence and social responsibility expected for the individual’s age
and cultural group as measured by tests that are individualized, standardized and
clinically and culturally appropriate to the individual. . . .

An intelligence quotient more than two standard deviations below the mean means an IQ score
of 69 or lower. Christopher R v. Commissioner, 277 Conn, 594, 616 (2006).

The Petitioner has the burden to prove that he meets the eligibility criteria for DDS services. Id.
Discussion:

In order to meet the qualifications for Intellectual Disability under Section 1-1g, Petitioner must
prove by a preponderance of the evidence that he experiences concurrent significant limitation in
intellectual functioning and adaptive behavior; that originated during the developmental period.

In order to satisfy the first prong of establishing that he has an intellectual disability, Petitioner
must prove by a preponderance of the evidence that he has an IQ score of 69 or lower, that
originated during the developmental period; in other words, an IQ score of 69 or lower that existed
during the developmental period.

In this case, Petitioner had 1Q scores of 89 at the age of seven; 89 at the age of cight; 89 at the
age of nine; 83 at the age of thirteen; 79 at the age of fourteen; 76, 70 and 892 at the age of fifteen;
and 77 at the age of sixteen. Petitioner thus has not satisfied the first prong of establishing that
he has an intellectual disability, as he did not have an IQ score of 69 or lower that existed during
his developmental period, prior to the age of eighteen.

Petitioner argues that significant limitation in intellectual functioning (such as evidenced in the
results of Petitioner’s cognitive tests at ages nineteen and twenty — IQ scores of 57 and 55,

Z The evaluator (Dr._ calculated the 1Q score as 102. As there is disagreement between the parties
about the validity of his calculation method; the calculation offered by Petitioner’s witness is used here.
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respectively)® was present at conception, because cognitive decline is part and parcel of Niemann-
Pick disease Type C, which is inherited, and thus present at conception, That Niemann-Pick
disease Type C exists at conception, however, does not mean that significant limitation in
intellectual functioning (or in adaptive behavior) exists at conception. *

Petitioner’s argument might have had some force of persuasion had there been no cognitive test
results during the developmental period, as was the case in Keefe v. O’Meara,® which Petitioner
cites. Were that the case, and if experts had testified that the Petitioner’s cognitive ability as
evidenced in cognitive tests at the age, say, of nineteen, was the same as that at the age of
seventeen, or fifteen — in other words, that any deficits present and measured at the age of nineteen
were present prior to the age of eighteen; a finding could be made that the significant limitation
in intellectual functioning, as evidenced by cognitive tests taken after the developmental period,
originated and was present during the developmental period. In the present case, however,
cognitive test results from the developmental period do exist. All of these were above the
intellectually disabled range. None of the witnesses has testified that these prior tests were invalid
and their results should be disregarded. © It is thus impossible to find that Petitioner’s IQ score
was 69 or below during the developmental period, when it was not.

Petitioner has also failed to satisfy the second prong of establishing that he has an intellectual
disability; that is, that he experiences significant limitation in adaptive behavior that originated
during the developmental period. Petitioner’s Adaptive Behavior Composite scores were 81 at
age fifteen and 70 at age sixteen. Both scores were above the intellectually disabled range, and
significant limitation in adaptive behavior did not exist during the developmental period.

Accordingly, Petitioner has not met his burden that he meets the eligibility criteria for DDS
services,

Conclusion:

_ is not eligible for DDS services as an individual with intellectual disability.
[ U T e
‘__,.,.'.':’_H \-«S’;ﬁﬁ {.;"") ) s

Helen Apostolidis
Hearing Officer

3 While not conclusive, there is evidence that these results may not reflect accurately Petitioner’s cognitive ability.
See Findings of Fact #28, #31, #32.

4 Nor does the fact that there is an expected decline in cognitive ability as the discase progresses mean that such
decline follows a specific and ascertainable path, so that one can extrapolate Petitioner’s IQ score immediately prior
to the age of eighteen,

5 Superior Court, J.D. of New Britain, CV-044001730, CBAR 011706 CT SUP, (01/11/2014).

6 A claim that Dr._calculation of the full-scale 1Q score was invalid was made, and for purposes of
this decision Petitioner’s calculation has been adopted.
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