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Abstract

Narragansett Elementary is a school that takes pride in inctuding every ¢hild in their repuler

A
education classmorﬂéhc schoq?i,g goal is fo provide the best education possible for all students,
S

no matier what their limilations |I1ay be. During iny stay at the school, I had the opporlunity to
work with a child named Marlene. She js currently a student in one of the ﬁrst/;gg,rade classes at
Narmragansett Elementary School. Marlene 1s not your typical studenl, as she 1s diagnosed with
Rett Syndrome, 2 neurological and developmental diérdcr. This 1s a disorder in which
individuals starl to grow and develop nonnally but then stop developing and even lose skilts and
abilities previously learned (niched, n.d/)- Mariene has had a loss of speech and suffers from
poor balance and coordination as well as a loss of purposefut hand mé'ﬁ;;mem. She 15 labeled
severe and profound and receives meny services both inside and outside of school. Narragansett
does a wonderful job of including Marlene into the typical classroom sefting, but still provide her
with the accommodations and modifications necessary to make the average school day possible.
The following items will help one understaind Marlene's educational program and the goals that

have been put in place o help her dWith the limitations imposed en her by her medical

condition.
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The Community/ School and Classroom

Marlene lives in NﬁlTagansetl, a community which is made up of suburbanp and rural
areas. This distnct's median family income is $67,000 a yeg} making it one of the more affluent
communities in the state (Infoworks, n.d). In comparison, the median farmily income in
Providence, is only $24,546 (Rl kids Egnt). The median family income in Rhode Island is
$50,557 (RJ kids count n.d).

Marlene attends Narragansett Elementary. Namagansett Elementary is located at 55
Mumford Road Narragansett, RI, 02882. There are five hundred and thirty eight students in this
school and ﬁﬁseven teachelrs (Infoworks, n.d). Eleven of the teachers, are in the special
education department. There are also (hree teachers in speech and‘!an/guage, and three leacheré?;’
occupational therapy. Sixteen percent of (he students at this school receive special education

/

services (Infoworks, n.d). N 'l
A

Marlene is inctuded in that sixleen pcﬂ.‘élt. This means at Narmagansett Elementary, there
are eighty six students who receive special education Sewf‘{s. This school services children from
preschool to fourth grade. Ninety-two percent of the students who attend this school atltend on a
regular bases (Inf&fv(orks n.d). This means that eight percent have chronic absentee issues.

-
-
Statewide, the chronic absentee rate is sixteen percent.
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On NECAP assessments, this school preformed above staie averages in all areas which
include reading, math and sei€nce. However, while they score above averape when compared (o
the state, their scores still nezd improvement, especially in fourth grade science where only forty-

eight percent were found (o be proﬁéxcm%ﬂ science. {Infoworks, n.d)
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The classroom which Marlene spends most of her thne 1s in a typical first grade. This
classroom hold‘syenly—eight students, half girls and hallugoys. The vast majority of the students
are Caucasian. This is true of the school as a whole. Statistic m the Department of
Education,{’éhow that well over 90 percent of the students at the school are Caucasian (Rhode

Island Scho\o}Tree, n.d). { ;e ..:_'\_ o e N
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In Marlene’s classroom, there 1s both a fustgradc leacher and a special education teacher.
The ﬁrstﬂ—grade teacher instructs the emire class. Shie may be using a black board, handouts apd
other visnal aids. While she is doing this)the special education teacher walks around the room 1o
provide assistance to those who need ]{lp. During independent work Lime, the special education
teacher will pull students who have IEP's asicrlre, They then work on their academics in order to
help them improve and meet their TEP goﬁ;. Marlene’s classroom is towards the back of the

school. You have ta pass by the main office and many other classrooms before reaching the

class. This benefits Marlene, because walking helps her to work on mobiliﬂ(

Upon walking into Marlene’s classroom, there ere computers to the right and a reading
area 1o the leff. Walk in 2 little ﬁ.\rther)and you will reach the students’ desks which are arranged

in a rectangle shape facing the teacher’s desk. Marlene sits in the back comer of the reclangle so Hha =

- A

she can stifl see and be included in activilies, but is not in the way of the other students. This is
imporiant because Marlene will sometimes engage in behaviors that wail disrupt other members

of the class.

In addition, while the class may be doing academic work, Marlene may be focusing on
something else. Having her sit in the back would make it easier so that she 1s not interrupting the
other students with her individualized progrﬁl%/. As you walk farther into the classrgom, there is
the special education teacher's desk and a rug for the students to sit on during activities. A
layout of the classroom is mttached as well as her daily schedule. The desk col})red i red is

where Marlene and her one on one aid sit. UL
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Marlene's typical day is much different from the average ﬁrst?r’ader. Because of her
limnitations, she has aicj_:'_iirith her at all tmes 10 help her get through the day. Marlene @é@ )
from both physical and menlal limitations that make it difficult for her to mteract with other
people. She also )acks an underslanding of her environment which makes teaching acadernics (o
her diﬂ'tcultj./At this point, Marlene is unable to undersiand the simplest of verbal cﬂ?c':cti()ns. Yor

example, if one were to tell her to pick something up off the (loor, Marlene would be unable to
p

~ -
".)

understancr Marlene also can suffer from sensory over stimnlation. When the students in the

classroom raise their voices this can cause Marlene (0 become anxious and exhibit symptoms of
i /j " ) . Jlf.,‘

e

. . e A g R
higher anxiety levels. 2y A sl

While Marlene spends the majority of the day in her first grade classroom, she is often
pulled out during the academic periods when the other children are engaging in reading, writing,
arithmetic, end science. This is because Marlene's TEP is structured so that she is allowed to
work on functipnal goals gs opposed to acedemic goals, which would be beyond her current

j:
i
capability. As her classmates do academic work, Marlene may be receiving services with the
o e : ol
speech therapist, the occupationdl Therapist, the physical edifation teacher, or her severe and

g
profound special education teacher. Her services are provided on.a one<o one basis. Aithough

Marlene may be in the classcoomn, she does not panici}:;a during group instruction.
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Marlene also has available to her, & selfcontained classroom. While i 1s referred to ns
selfeontained, it is hardly that. It is used only for shott portions of the day. Marlene will be in
this classroom&vhcn she is working wilb her serve-and profound special education teacher or
while she is taking a nap because this room is usually Cl';lpl}:- Due to Marlene’s condition, she
does nol get much sleé{ Therefore, her parents requested that she be allowed to take a nap when

v ,

she is tired. Typically, her naps are no longer then lwenty minutes at a time. ) i (

Y AR e
IEP
Marlene is a first grader who receives special education services at Narragansett
Elemenlary School. This allows her 1o have an Individualized Education Plan (also referred to as
[EP) that was dgveloped to deal with her specific limitations caused by her diagnosis of Rett
syndromﬁP develaped for her is different from many of the others that were developed
for special education students at Narragansctt Elementary. This is because all of her IEP goals

are functional in nature and do not fit into any specific grade level

Most other students with lEP’s@ave some functional goals, but many, if not all of their
goals are cognilive in nature. Marlene’s disability is especially profound and affects more than
just her ability to learn academics. This is much different from a student with 2 learning
disabiliry. In many ol these cases, a child can progress academically through the usc of such

accommodations as untimed lests, extra one-on-one instructional help, or modified or simplified

Fi
texts. V/
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Due to Marlene’s condition, Rett Syndrome, 1t is more importent to work on the

functional aspects of her condition such as transition, gross motor, aad fine motaor skills, as well
as communication and tec,lmogL

Indeed Marlene’s condition is so severe that she is required

t
to have a on%sn?{le aid with her at all times, due to her inability to verbally communicate as

well as her inability to effectively move arcund the school unaided. Marlenc is cuwrrently

working on len goals./

v
These goals includeg/being able fo identify people and objects. According to this goal,
£

Marlene will be able to identify a famniliar object or person using her eye gaze amy%r reech. She
will be given a visual of the person or object as well as a verbﬁompt. Marlene does this
reccptivelf She may have & picture of four people or objects in front of hifmd the person
working wilh her would say "glow me ___". Marlene would thc;'x have to (ap or look at
the picture in responsc':.// Dala would be taken out of five trials. In order for her to pass ihj/sgoal,

she must be successful in picking the nght picture three out of five dmes. (JEP, 201 O) oo
lﬂrjl" Aoe. A2 f"}("/ -ej'/ ﬂ/m/i‘-f/ ".?E 7’}!7,(.. WL f_ﬁ ,t(- \/ "' R
U
Transitioning with )\'lelp of a picture schedule is another area Marlene is working on. She
)

will successfully transition from one activity to the nexi throughout the school day given a

[
picture schedule. She will do this with minmmum staff guidance three out of five trials.(IED,

7 .\
2010). Her é\g will show her a picture of either the place she is going to, or the person she will

v
be workmg with next. This will also hejp ease any anxicty she may have because she will know
.’r’/l

what ts next on her schedule. Dala will be taken by video recording.

e e G sl F

)/;4-1; At /"{&mu? ':'f..r-f-? -
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Mobility throughout the school 1s another goal. Marlene will safely move about the
7 . .- . - i . .
school. She will safely transition from standing to the (lcor. She will develop increased comfort
and tolerance to postural transitions that require her to bear weight on hands and to shifl center of
gravity forward. Marlene will improve ber protective reactions. (IEP, 2010)’@mpmvemem in this
arca will help Marlene to pet around and leamn about her surrouﬁﬁs This will also help her
gross motor functioring. Marlene’s efforts will be video recorded to show her progress in this

/

Arca.

Maintaining pood poshure, alignment and mobility for educational task and peer
interaction during the school day is anoﬂ'é goal. She will maintain ten degrees of dorsiflexion
neutral trunk slignment iiu/n/ng sitting posturﬁ/and ambulation. Ambulation will be measured by
a pedometer. (IEP, 2010) Marlene will accomplish this goal with the help of her physical

-

education teacher and her occupational education teacher. Marlene will be put into different

situations that require her to change her posture. For example, she will be reguired to use a move

’

_
and sit ball. Video recording will he used to help show improvement.

She is also working on improving her ability to maneuver around ohstacles 1o her path in
order o get to e desired person or object. She will improve her motor planning using sequencing
and repetition. (IEP, 2010) ’M'r;l.'lene will work on surrounding awareness and nse of her gross
motor skills 1o see iféht-.éan improve her ability to navigate around objects in her way. Again,

Marlene’s progress will be video recorded.
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- Initiating prasp and rciease during play.)While using an oral toc:l) Marlene will initiate
grasp and release when parlicipating 1n a water play activity by finding three out of five small
fish and accurately releasing the fish into an empty bucket three or of four tnals. (Marlene's 1EP)

This will help improve her use of her hands. Data will be Eaking/as well as video recording,

Initiation gresp and release during work is also in her JEP. Given an oral snack or 100l,
Marlene will initiate grasp and release of designated objects into or onlo 2 worksheet or
conlainer for fificen minute activities. (IEP, 2010) ﬁr}ene will grab objects wilh her hands and

then release them. These activities will work on buildi/ng up her fine motor skills and will be

measured by data taking and video observation. v

Communication (such as indicating thai she wishes more, is ﬁnisheg,with a lask , or

2

. - . . . /
indicaling yes and no 1o requests or questions) is part of her speech abd language goal. Marlene

will demonstrale an abjlily 1o communicale within her environsment for function commumnication
-7
skills with seventy percent of the time, three out of [ive triakx TIEP, 2010) This goal is to be
accomplished with the help of the speech pathologist. It is hoped that this poal will help Marlene
S

communicate better with the pgoﬁle around ber. Dala wil) be taken to measure Marlene’s

o

progress.

Communicating prefereaces by using switches and cye gaze is another speech and
language goal. Marlene will demonstrale improved functional communication and paricipation
by activating switches seventy percent of the time, in three out of five irials fgf/séqumccd

pictures, slories, songs, power points and to create cause effect with inlent. (IEP, 2010) This will

10
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! Marlene

D

help her to communicate in 2 wav that is vniversal for other people to understand. Dala will be

taken by observetion to monitor p{‘(grcss.

Marlene will silustrate a fifty perfect increase of balance, gross motor coordination and
grasping skills. (IEP, 2010) Marlene can achieve this goal by participaling itn many aclivities.
One activity she participates in is jumping on a trampaliie. Video recording will be used to show

isnprovement.

L
The importance of Marlene’s mg—on—c{me é‘in reaching her goals cannot be oversiated.
1 p

Her one@n-/gné aid'will be with her throughout the day. The more she can help Marlene in

o _—
precticing her prograin routines, the more proficient Marlene should become in all her gog} areas.
Therefore, it is very imporiant that the one on one aid be thoroughly aware of IEP goals and

routines as well as being able to recognize any progress or regression in meeting established

)
goals.
Marlene’s IEP states (hat the areas in which she needs improvement arc in
conununjcation. The use of a picture schedule will help her recognize transitions in her daily
routine. ‘P{gress m fransihoning and waiting are hard concepts for her to understangd, as well as

being able to 1dentify familiar people and lﬁﬁjccts-

During academic time, while her classmates are working on their lessons, Marlene is to
be working on her goals too. To reack ]Te;r goals, she receives services for speech and language
two times 2 week far thirty mJ tes. During these serviees, she works on her communication
skills by the use of eyeiéng and sw'éhcs. She also receives occupationag/lhcr'iapy two times a

week for thirty minutes each session, which helps her improve her sengory input . Marlene also
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has adaplive physical edncation two times a we%ﬁy mmp;es mflﬁ:smn . This hclPs her

r {C-(" d" j
. : ; o of r4
wilh her gross and fine niotor skills. [}_ . /’“:)5;, jt S A "u;w L han o s f,to'
P | 5 r‘J/é' / l}é,u,fr Y d}’/
Marlene h/ no specnﬁc accommodations within the typical classroom. Marlenes reccives
\_

ope on-one senriccs Hcr msl.ruclors provide her with the accormmodation that she needs at the

Ty
!

given tunc‘ No spec1[' ¢ modifications are made within the ¢ cu.mcuium for Marlcng This is

A

“-\.

becavse she does not typically participate in the classroom act;vmes However, when she does,, ,;

» / _f,r:,")"
) . . g & g »
(he teachers witl modify the work for her. i'/ ,‘(J'*;; e “-l'rf‘ » A ik Y
EV’ L II. d *It’e/ll'd -é:_f_b"'_{’r'!,‘\ﬁiﬁt‘
Beck d : p] },J.f‘./x'f /ﬂ/(/lr
ackgroun e

Marlene is a sm;%ea?xid Cancastan girl who atlends Narraganseft Elementary school on a

/’\

rcgular hasis. She comes from a big mldd]e/clnss family, which includes her mother, farther and
v N

four other siblings. She is the only one within her famil)’v. that is diagnosed with Ret! Syndrome.
When she was born, she imtially developed norma’f();./ She had the ability 1o walk and had some
speech.“f {Iowevcr, shortly afier her first birthday she began to regress and lost the ability to walk
and talk . This led (o the diagnoses of Rett syndroine, which is ofien commonly misdiegnosed as
Autism. 1t is however, part of the Autism spccmur{;\__/i.ﬁ

Retl syndrome is a neurological disﬁéer. Some of its major characteristics in children
are trequent wringing of therr hands.y-'{‘ll.qcse chiidren are difficult to engage socially, which is
frequently described as autistic-like bchavi:{ Another typical sympiom is a lack of a breathing
patiern, which includes hypcrventilatinLg{Somc patients will have seizures. The progression of

the disease slows down once the child reaches adolescence. At this point any seizures may stop
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occurring and the child may regain some hand use. All girls with Rett syndrome have profound

-

\.

~--mental reta:datlon and may be unable to care for themselves (Hme, n.d).

——

Rett Syndrome was initially discovered by Dr. Andreas Reti (Relt syndrome, n.d). There
is no treatment for Rett syndrome, but there are medications that can help (reat the side effects
from it. IDEA cligibility category for Rett syndrome falls under the pervasive developmental
disorders. Today through intense therapy and support services, such as early mtervention and
physical therapy, improvements can be made. Marlene has regained the ability to walk, (hough
her gross motor and coordination are still very poor. However, she has permanently lost her
ability to use speech. v

Marlene shows all the features of Rett syndrome. She elso has frequent seizures and has
been on seizure medications such as Keppra and Lyrica (nufsc). Her seizures are ofien hard to
observe because for Marlene just her simple clapping or squeezing her eyes shut could be a
seizure. Relt Syndrome is a disorder in which the doctors are still learning more about.
Narragansett Elementary does a wonderful job informing both the staff and students about

» Marlene’s disord::/r.. The school keeps (he staff informed about her condition and how to best

,.

balvurk Mth her 50 thal Marlcnc can have the besi school experence possible.

1':5"“' g
[,/

;i Ma.rlenc transiti tmd ﬁom early intervention to the Narraganselt Elementary Preschool

4 AT mgm:X She initially starled with only a few hours a day in preschool, but transitioned to full

‘—*
1 H
g days. Marlene communicates through the use of switE{es. This is a devise with pictures that

when you press a button under the picture, for example, a sandwich it will speak for you, “I want

9%

food". The other way she can communicate is through eye gazing. This is 2 method where 2

person holds their gaze on an ilem that they want. This works well when offering Marlenc
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choices (o choose ﬁ'omtﬁe characteristic commaonly noted with individuals with Retl
syndrome is their ability to make and hold eye contact.

Today in spite of her significant Jimitations, Marlene is able to be included into a typical
{irst grade classroom. The other students in the room are very understanding of her condition
even thouph it is hard for Marlene to communicale with them. It is a posilive experience for
Marlene’s classmales, as it allows themn to see that ait people are not the same and that we come
with both different abilities and limitations.

Her classmates often come np and sey hi to Marlene and try to include her'f;) their day.
There are times)though where Marlenc may have a hard time in the (st grade classroom. She
may he anxious and fidgeting around or when things get (oo oveﬂv'/l;-;lming. She may even (ry to
scream'./S.he has an:féj_zi:with her because her surroundings can be ovcrwhelmingt i"c; her. Her a’x&
can remove her from the situation to a sclt;-\ennl.ained classroom or even take her fol‘{ walk. This

|
ofien helps her calim down and she can !hen be reintroduced into the typmﬁrl// classroom selting.

l

] ) g.[J
/’ﬁ’; h{,f‘,’ .},.‘.:_; .
/"*. A i‘:: & g i J. ' {)//
yd PO S5V 7 Services delivery

/ P
Marlene is treated differently from /thc other first grede students in her class. If her peers .,

L’ L)~ (/ 7
start to get loud/lhey gct a warning ﬁrsb\lhen }f it continues they Jose time from their recess. Jf > éa. o
Marlene 1s loud, she may be removed from the clasﬂ‘ém Marlene’s cognitive level 15 similar to
- o
that of an infant. Rules are not something that can be easily understood by her. This makes it

/hard to punish her for her actions. Often when Marlene is loud it is due to her envirorunent being

. i overwhelming. Marlene may not always be able to handle her surmoundings due Lo anxiety or

fyoet
'\ sensory overstimulation. Being loud 1s her way of letting people understand that she is anxious.
e
\ N & 14-’5‘/“{
&

w_ \J,:,.r . ‘:B‘-‘f/
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The first grade (eacher tries {o include Marlene in as many activilies as possible. She will
meadify classroom work that she believes Marlene is capable of doing. Attached is a copy of two
assignments Marlene participated in. One was an about me paper . Her classmates ﬁlle_d m lhf " (.
P
different sections by wnting their responses. Marlene unahie to write, cut out pictures a%‘:ic )gluci;

lhem down as her responses. Though we cannot read her responses we can look at her

assignment and know she likes cats, dogs, the ocean, and ggl;ldﬁsh.

-
The other assipnment was about using the five senses (o descnbe Eiﬁ-lcr classmates

again wrote their responses. Marlene was able to glue actual objects she found from walking

outside during the Fall season. For the things she couid not glue her f@ Eelped her draw out the

/ e
answers. Herid then ranslated her answers to Lext.

N S It is i crealive ways like these (hat Marlene is able to be integrated into her [irstgrade
ooy -
D . _ )
fE\“ .~ classroom and made (o feel that she is a part of the g?'oup. It should also be noted that somelimes
v

Marlene is able to participate in classes such es art where she again can be madc to fecl more

connected with hey fetlow students.
Observed Characteristics

Rett syndrome was first diagnosed in 1966 by Andreas Rett. The condition went largely

vnnoticed untel 1983 (Lewis, Wilson 2003). Rett syndrome is one of [ive aulistic spectrum }{f/, v
' 1 ;{,/:

e i

disorders. ( IJallaban, Kauffman, Pullen, 2009)FRett syndrome is & genetic clis:orde,r,I wever, itis g, fpcted

not hereditary and is far more common in femﬁ%lcs then males (Reft syndrome, 2010). People

%%
with (his disorder typically only live to sce (heir forties. Gastric and respiratory issues often rise
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l/’
as they get older (ninds, 2010). Children with this disorder slart developing normally then

typically between six and eighteen months old they begin to regress. (ninds, 2010)
This is caused by a mutation of & gene which is found on the X cliromosome. Genes are

o C .
respansible for making proteins. In Rett Syndrome, 2 protein called methyl-CpG-binding protein
v
2 is either damaged or not enough is made (ninds, 2010). This protein is necessary for the

o
development of the nervous system (nichd, 2010). As a result, there is not enough of this prolcin

for the brain to develop normally.

- v
T There is the possibility that Marlene could go through another regression. Some people

;/) : .
.’,\zj"‘ "{"'FJ.//QU"RP
’ /-‘:/“3, . with Rett syndrome go through this while others do not. Hopefully, this will not bappen to her.

_: Things commonly observed with people with Rett syndrome are loss of purposeful hand ?C}?”’ P g
: LI VI G

. movement and other hand movements such as clapping, aad wringing of the hands can be

.......

i: observed. Poor balance, coordination, and toe walking are observed while some individuals

i .. .
: mever regain the ability to walk. Intellecfual disabilitics and/or mental retardation as well as
L

N

breatbing problems such as hyperventilation and breath holding or apnea are ofien observed.
These characteristics of Rett syndrome fit Marlene very well. Her coordissition is limited,

and while she can wafk/,_her balance is ofl. Watching Marlene, you can see that she is conslently

wringing and clapping her llandgéhe has lost purposeful hand movement. The only thing she

RN
n.l
can do is feed herself, but even that is not coordinated and she ofien makes a{ﬂ’:ﬁss As obscrved

. ,/'/

in her IEPrit is noted that she is working on goals such as grasping, mobility, and awareness of
;

her surroundings. Her [EP poals help her to w;k on her gross motor, fine motor and posture

which are {imited becavse of her condition.
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People with Retl syndrome ofich benefit from a team spproach to care, in which many

kinds of health cae Brovidc:rs play a role, along with family rneml‘fe/rs- Members of this feam
.1»-!!6"5{) = H

may incluc:le‘!l physical thergpists, who can help patients improve or maintain mobility and

v’
balance and reduce misshapen back and limbs) gccupational therapists, who can help patients
improve or maintain use of their hands and reduce stereotypic hand mm{&;ms, Speech-
language therapists, who can help patients use non-verbal ways of commumnication and improve

social interaction (Nichd, n.d). Merlepe receives services from all these 31653 in her IEP.

ALETT

NP
7 "y[l-’ E

I Z/’/, Physical therapy plays an iinportant role i cach stage of the’Syndrome. During

__,-" stage one, they should focus on independent sitting, standing, and walking. Stage two requires

;
i

. the therapist to focus on range of molion and ambulatior. écoliosis may be more prominent in
stage three and focus should be placed on seating, to assist with positioning, and transporting.
{(Lvnchbucg, n,dm;ﬂene meets with her physical therapist two limes a week and works on these
goals. She works on sitting correctly, repositioning herself, changing position (i.e sitting to

e
standing). She receives the physical needs that are needed for §omeone with her condition.

Occupational therapists also play a crucial role. Their main focus 1s on-band use and
eating skills. Although feeding skills may be difficult to teach, they can assist the child with
adaptive edting utensils and work toward a possible goal of independent feeding (I.ynchburg,
n_dﬂ’élc Marlene does not have a feeding goal o her IEP, she does have goals that work with
her fine motor'fﬂ: has goals that work on initiation grasp and release, similar to what is needed
to feed one's self. Hcr@y,o lakes it upon herself to work with her at lunch time to help

Marlene feed herself.



Case Study
Marlene

For speech and language eye paze is very important. Children with Rett syndrome wiil
use eye gaze to answer yes/mo (Reft syndrome, n'ﬁ'l‘ his is also what Marlene is leamning how to

do. She works with her speech pathologist who will offer her iterns that she may ot may not
e i a ‘fc,-' 2 Copt g ny e _
want. This help her to communicate. As B lnt ke, Ebrti= ; Yl =3 i"{c.f.-:-
j ’,{’4 s ‘.#’:‘J fél‘,(. _y Lo @y /b
Refloctions //.cz‘ i iy J te Y- ‘"«’f
A e i Ml :; el
/u Gerte Co. ! P L a/

At (he start of this casc study, I was npset that we had to drive all the way to
Narraga.nseﬂ;yfooking back on it now, I would not want to go to any oﬂéschool. The staff at

Narragansett Elementary were all professional, helpful and you could tell they all loved their

"z(’P?‘L :f'“

jobs. I went into Narragansett with an open mind. I did not have any biases regarding the

—_——————

studcntsvj was very comfortable working with Marlene. I am currently working at the Groden
Center, which is a school {or children with Autism and other developmental disabilities. 1 have
worked with children that have a vest range of abi]ifﬁ This includes children who are both
verbal and non-verbal. This helped me interact with Marlene sceing as I wosk with children

similar fo her on a day%oda‘y basis.
7 :
’ Ve
As a nursing major, I leamed a lot from Marlere. Rett Syndroine is something I never
./ . .

knew about before. Througzh rescarch and information from the siaff at Narrapansett, I learned a
B e

lot about this disorde; I was very impressed at the extent (0 which Narragansett Flementary

leadership went to make sure the students and staff were informed ebout Maclene's disorder and

how to respond.



Case Study
Marlene

1t was really nice to put a face on the text book descfiption of a @azc. 1t 15 one thing to
read about it in a book, but to actually sec the person with the condition is so dﬁent. It brings
“H bt e
meaning (o any condition” While Marlene fits much of the text book definition of Rett
syndrome, she is special in her own way too. This is something we cannot gel from just reading
{x&rf“'“[ / / 'ﬂw. Y
a book. Working with Marlene, I got the novelly of being new to hez*ﬁ) she responded

differently Lo me than with h aig/’

Y."
Marlene would constantly stare at ine making eye contact. When I would (alk to ber, 3t
was as if I could see the wheels spinning in her head, as if she was trying 1o respond in her own
way that we just could not understand. I got to help assist hyughout her school day, read her

stories, lalk about colors and shepes, and helped her gel read? 1o go home.

Narragansctl Elementary does s n‘iéjob inclnding Marlene in the [irst grade clessroom.
i
By including Marlene, she gets the socialization from her pcé While I helieve inclusion is very
helpful for many students with TEP's, I do wonder if it is the besi environment for Marlene.

Marlene is a student who can benefit from intensive one-errone teaching and mstruction

Vas

especially in the area of communication. Marlene receives one-on-ene services from Narragansell
Elementary. An example of this would be speech. She reccives this service one;}onge but it
does not make up the majority of her day. She is only with the speech pathologist two times a

week for thirty minutes.

{zﬂ Iy LES I »( /V//I zz/ f / i 4;24&}‘/-51H.--1-- -

},p il me*’
d / J

gl PR 23 r;‘ s&. !
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iviarlene

One problem I sce is that she does not get enough Speech services. Speech in my opinion
is one of the most import things we can teach our sludents, Speech allows them (o cornmunicafe
with others. Marlene lacks communication, while she cen respond by eye ga_z/i’ng fairly well. Her
use of switches is very p‘cgr. 1 believe with more intense services she could learn to commumcate

-~

better with switches, which would allow her a better future. Children with Rett Sypdrome can

learn how lo communicate even if it is not traditional speech.

Speech/Communication is an IEP goal for Marlene, which with more support she could
reach fasta'f'ﬁil.l‘nough the attempts by Nerraganselt Elementary have impacted Marlene

positively, the school may not be able to offer her the amount of Lime and services she really

e

) . N . I
requires to obtain the maximurn Jeamning benefits in this area.

This case study bas been a wonderful experience. it is children hike Marlene who | want

—

to help as a nurse. Working with her has made me believe 1 would like to be a school nurse in the

/
future. 1 really enjoy working with children and while tesching it not my goal it allows me to still

. .
. N ! . i l{
be involved in the school setting. '}-/ Oore  fole fri ,-(i’-)"“i"' % 7/,
v : g
Vs

o
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Reference
Pathways to learning in Rett syndrome by Jackie Lewis and Debbie wilson
Exceptional T earners by Hallahan, Kauffman, and Pullen
http://www nichd.nih.gov/health/topics/rett_syndrome.cfm
http://www.ninds.nih.gov/disorders/rett/detail_rett.htm#164543277
hittp://www.rettsyndrome.org/
http://infoworks.nde.n.gov/school/marragansett-elementary-school
htip://www.rikidscount.org/matriarch/documents/08%20Factbook%20Indicator%208.pdf
hittp://thode-1sland.schooliree .org/public/Narragansett-Pier-076457. himl

http://www.hme.psu.edu/childrens/healthinfo/r/thett.him
http//www_lynchburg.cduw/documents/Graduate Studies/Yournal/BoydS .doc

{nterview with School Nurse
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