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Role of Parents during the IEP Process

▣ Equal partners on a team - by law
▣ Part of the decision making process

□ N o u n ila tera l d ec is ion  m a k in g
▣ E xp ert on  you r c h ild

□ P rovid e  in va lu a b le  feed b a c k  on  you r c h ild ’s  stren g th s a n d  
w ea k n esses

□ P erson  w ith  th e  “w h ole  p ic tu re” of you r c h ild ’s  
d evelop m en t - c on tin u ity

▣ E xp ert on  sex c h rom osom e a n eu p loid ies 
▣ Th e IE P  c a n n ot b e  c h a n g ed , d evelop ed , 

im p lem en ted  or en d ed  w ith ou t you r c on sen t



Reasons to Request a Referral

▣ Pediatrician evaluation suggests child is not 
meeting developmental milestones
□ C om m u n ic a tion
□ G ross m otor sk ills
□ S oc ia l in tera c tion

▣ C h ild  h a s a n  id en tified  lea rn in g  or p h ysic a l 
d isa b ility

▣ C h ild  is  stru g g lin g  w ith
□ S c h oolw ork  (m a th , rea d in g , w ritin g )
□ M a k in g  frien d s
□ P a yin g  a tten tion
□ M otor sk ills  - c olorin g , w ritin g , c u ttin g



Referral

▣ You do not need a referral from a pediatrician to 
request an evaluation
□ H ow ever, p ed ia tric ia n  feed b a c k  c a n  b e  va lu a b le

▣ You  c a n  m a k e th e  referra l you rse lf 
□ B irth  - 3 - C on ta c t sta te  ea rly in terven tion  offic e
□ 3-18  - C on ta c t loc a l p u b lic  sc h ool system

□ C a n  g o th rou g h  sc h ool d irec tly if you r c h ild  is  a lrea d y 
en rolled

▣ R eferra l req u ests sh ou ld  b e  m a d e in  w ritin g
□ D ea d lin es va ry b y sta te , b u t ea c h  sta te  m u st resp on d  

w ith in  a  c erta in  n u m b er of d a ys
□ In c lu d e sp ec ific  c on c ern s



Evaluation Birth - 5

Multidisciplinary Developmental Assessment:
❏ P h ysic a l/ M otor
❏ C og n itive
❏ C om m u n ic a tion
❏ S oc ia l/E m otion al
❏ A d a p tive



Special Areas of Concern for X&Y 
Variations - Birth to 5



Areas of Evaluation - School Age

▣ Cognitive (Verbal and non -verbal)
▣ Language (receptive and expressive language) 

(Several expressive language things)
▣ Fine and gross motor skills
▣ Social and Emotional Adjustment
▣ Functional Behavior Assessment 
▣ Academic Skills/Achievement
▣ Social and educational history
▣ “Comprehensive educational assessment”



Special Areas of Concern  for X&Y Variations -
School Age Years



Eligibility Meeting

▣ What happens
▣ Who’s involved
▣ Possible results

□ N o e lig ib ility, IF S P , IE P  or 50 4
▣ C om m on  issu es w ith  e lig ib ility
▣ N ot “b eh in d  en ou g h  c om p a red  to p eers”

□ Th is  is  a n  in d ivid u a l p la n  d esig n ed  to h elp  you r c h ild  
rea c h  th eir fu ll p oten tia l



Special Education Categories

▣ Autism*
▣ Blindness
▣ Deafness
▣ Emotional 

Disturbance*
▣ Hearing Impairment
▣ Intellectual Disability*
▣ Multiple Disabilities*

▣ Orthopedic Impairment
▣ Other Health Impaired*
▣ Specific Learning Disability*
▣ Speech or Language 

Impairment*
▣ Traumatic Brain Injury
▣ Visual Impairment

*Categories most often used to qualify students with X&Y Variations. No 
specific category for this type of chromosomal variation.



If Eligible for Special Education 
(IEP or IFSP)

Developing an IEP/Parts of an IEP
▣ P resen t leve ls

□ R esu lts  of testin g
□ P a ren ta l in p u t

▣ In d ivid u a lized  in stru c tion  a n d /or servic es
□ S ep a ra te  from  g oa ls
□ Typ ic a lly extra  servic es (O T, P T, rea d in g /m a th  

in terven tion , sp eec h , etc )
▣ G oa ls - sp e c ific , m ea su ra b le .  

□ C a n  h a ve  a s m a n y a s n eed ed
□ C a n  in c lu d e soc ia l/em otion a l/b eh a vior g oa ls

▣ S u p p orts (a c c om m od a tion s)



Sample IFSP

9 month old with an SCA - Reflects only portions of IFSP
▣ P resen t L evels  (a rea s of c on c ern )

□ C om m u n ic a tion  - 7 m on th s
□ C om m u n ic a tion , rec ep tive  - 7 m on th s
□ G ross m otor - 6  m on th s

▣ E lig ib ility
□ C h rom osom a l d isord er (“d ia g n osed  m en ta l or p h ysic a l 

c on d ition  w ith  h ig h  p rob a b ility of d evelop m en ta l d e la y”)
▣ N eed s S u m m a ry *

□ Ton g u e p rotru d in g  ou t a t tim es
□ D oes n ot m eet exp ec ta tion s in  a ssoc ia tin g  w ord s w ith  

a c tion s
* S tren g th s w ou ld  a lso b e  in c lu d ed  in  a n  IE P



Sample IFSP (continued)

▣ Outcomes (Goals)
□ D evelop m en tal sk ills  to p rog ress at th e ap p rop riate  p lac e p artic u larly 

w ith  w alk in g  an d  c om m u n ic atin g  w an ts an d  n eed s
□ S trateg ies - P lay strateg ies w ill b e  p rovid ed  to h elp  foster g ross m otor 

an d  c om m u n ic ation  d evelop m en tal sk ills .  C on su ltation  b etw een  
p h ysic a l an d  sp eec h  th erap ists .

□ M easu rab le  C riteria  - C h ild  w ill assoc iate  10  sou n d s an d  w ord s w ith  an  
ac tion  lab el.  C h ild  w ill c raw l an d /or w alk  as  a  m ean s to m ove ab ou t th e 
h ou se

▣ Typ e  of S ervic e
□ P h ysic a l Th erap y, 4  session s m on th ly, 4 5 m in u tes p er session , in d ivid u al 

th erap y, at h om e
□ S p eec h  Th erap y - 2 session s m on th ly, 4 5 m in u tes p er session , in d ivid u al 

th erap y, at h om e



If Eligible for 504

▣ An “individual with handicaps” is any person that (i) has 
a physical or mental impairment which substantially 
limits one or more major life activities, (ii) has a record 
of such an impairment, or (iii) is regarded as having 
such an impairment.

▣ A 504 Plan 
□ R ec og n izes a  stu d en t w ith  d isa b ilities  n eed s for su p p ort
□ D oes n ot p rovid e  in d ivid u a lized  in stru c tion



Sample IEP 

7 year old with an SCA - Reflects only portions of IEP
▣ P resen t L evels  (A rea s of C on c ern )

□ E xp ressive  an d  rec ep tive  lan g u ag e in c lu d in g :
□ Artic u lation
□ E xp ressin g  w an ts an d  n eed s

□ R ead in g  c om p reh en sion
□ F ollow in g  d irec tion s

▣ E lig ib ility
□ O th er h ealth  im p airm en t

▣ N eed s S u m m a ry *
□ Ac tively p artic ip ates in  sp eec h  th erap y.  Tran sition s w ell. In c reased  

atten tion  to task s.  M ak in g  p rog ress w ith  a ll sp eec h  an d  lan g u ag e g oals .

*S tren g th s w ou ld  a lso b e in c lu d ed  in  an  IE P



Sample IEP, Continued

▣ Outcomes/Goals
□ G iven  visu al an d  verb al c u es, c h ild  w ill u se  c om p lete  sen ten c es to 

retell a  verb ally p resen ted  sh ort story w ith  8 0 % ac c u rac y in  4  ou t 
of 5 session s

□ C h ild  w ill u tilize  irreg u lar p ast ten se verb s w h ile  form u latin g  
sen ten c es w ith  8 0 % ac c u rac y in  4  ou t of 5 session s

□ C h ild  w ill follow  m u lti-step  au d itory d irec tion s w ith  w ith  8 0 % 
ac c u rac y in  4  ou t of 5 session s

▣ S ervic es/Ac c om m od a tion s/M od ific a tion s
□ Assessm en ts sp read  over severa l d ays w ith  freq u en t b reak s, 

sp ec ia lized  in stru c tion  in  w ritin g  sk ills  (d a ily in  c lass ,) ora l 
p resen tation  of d irec tion s (d a ily in  c lass) sp eec h  th erap y (60  
m in u tes w eek ly,) p h ysic a l th erap y c on su lt, oc c u p ation al th erap y 
(30  m in u tes w eek ly)



Development of a 504 Plan

▣ Areas of discussion:
□ D oc u m en ta tion  of d isa b ility

□ S tu d en t n eed s
▣ Th in g s in c lu d ed  in  a  50 4  p la n

□ A rea s of n eed
□ A c c om m od a tion s, m od ific a tion s, servic es a n d  su p p ort -

c overin g  a ll a rea s of n eed
□ C la ssroom
□ Tra n sition s
□ Th era p ies 
□ S p ec ia l even ts (lik e  a ssem b lies, fire  d rills , e tc .)

▣ Th in g s to b e  w a ry of
□ S ta n d a rd ized  50 4  p la n  b a sed  on  a  sp ec ific  d isa b ility



Sample 504 Plan

13 year old with an SCA
▣ E lig ib ility

□ G en era lized  a n xiety d isord er
▣ Area s of N eed

□ S en sory, a n xiety m a n a g em en t
▣ Ac c om m od a tion s

□ F req u en t b rea k s (ou tsid e  of th e  c la ssroom )
□ Q u iet sp a c e  a va ilable  w h en  n eed ed
□ N oise  c a n c ellin g  h ea d p h on es a va ilab le
□ P referen tia l sea tin g  if n eed ed



Main difference between IEP and 504

IEP 504

What it 
does

Provides individualized 
special education and 
related services to meet a 
child’s unique needs.

Provides services and 
changes to the learning 
environment to enable 
students to learn alongside 
their peers.



Private Schools and IEPs

▣ Private schools can - b u t a re  n ot leg a lly 
ob lig a ted  to - p rovid e  sp ec ia l ed u c a tion  
servic es

▣ S c h ool system s m a y d ec lin e  to eva lu a te  
stu d en ts  en rolled  in  a  p riva te  sc h ool
□ S h ou ld  a  p u b lic  sc h ool system  eva lu a te  a  stu d en t, 

th ey m a y d evelop  a  “servic e  p la n ” 
□ “E q u ita b le  servic es” - d esig n ed  to su p p lem en t th e  

servic es  a lrea d y p rovid ed  b y th e  p riva te  sc h ool



Examples of Accommodations

Area of concern Behavior Possible accommodation 
or service

Sensory issues Avoidance or distress at loud 
noises or bright lights

Provide special lighting or 
acoustics

Attention Can’t sustain focus to task, 
fidgety

Provide on -task focusing 
prompts, allow frequent 
moving breaks, allow use of 
fidget toys

Delayed expressive 
language

Infrequent or difficult to 
understand speech

Evaluation and support from 
speech therapist

Fine motor skills Physical difficulty with 
writing - takes a long time, is 
hard for child to write

Allow answers to be dictated 
to a scribe, allow answers to 
be typed



Accommodations versus Modifications

Accommodations

Slight changes to how a  
stu d en t a c c esses lea rn in g

Modifications

C h a n g es in  what th e  
stu d en t is  exp ec ted  to 

lea rn /a c h ieve



Implementation

▣ IEP, with all accommodations, modifications, and 
supports/services are put into action

▣ Teachers, support, and outside therapists/instructors are 
provided a copy of the IEP

▣ Data collected during interventions, classroom work samples, 
etc. as it relates to showing progress towards goals

▣ Documentation
□ R eg u la r u p d a tes from  in terven tion  or sp ec ia l in stru c tion
□ W ork  sa m p les
□ B irth  - 5 typ ic a lly re lies  on  rep orts  from  th era p ies a n d  

w h a t w a s d on e ea c h  tim e
□ A c c om m od a tion  log s



Review

▣ How well has the plan worked in helping the 
child/student achieve success?

▣ Deletions or additions
▣ Need for further testing
▣ Return to evaluation or implementation, 

depending on need/year (most plans require 
full evaluations after a certain number of years 
to determine if student still qualifies for 
special education)



Post -Secondary Education

▣ Colleges do not have the same legal obligations as 
public school systems

▣ You can get accommodations!
□ E xten d ed  tim e on  tests  a n d  a ssig n m en ts
□ U se  of sc rib e
□ Text/voic e  softw a re
□ A u d io textb ook s

▣ C a m p u s resou rc es su c h  a s  w ritin g  c en ters , tu torin g  
p rog ram s, a c a d em ic  c oa c h es 

▣ Ap p ly th rou g h  a  sc h ool’s  d isa b ility servic es offic e
□ N ot a llow ed  to b e  a  c on sid eration  



Educational Supports Survey

▣ International survey from the eXtraordinarY Kids 
Clinic, Children’s Hospital Colorado, University of 
Colorado School of Medicine

▣ Parents of children ages 0 -21 with X&Y variations 
▣ Updating our understanding of educational needs 

and outcomes for students with X&Y variations
▣ N=242 (We are still collecting data!)
▣ Well distributed sample across the U.S. 
▣ Canada, Europe, Australia also represented



Demographics



Preliminary Results: School Support Plans (N=148)



504 Plan Accommodations (N=38) 



IEP Primary Educational Diagnosis (N=109)
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