
Navigating the early years of TSC
An information guide to help parents and caregivers

navigate tuberous sclerosis complex (TSC)
from in utero diagnosis to age five.
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Section One: My child has TSC, now what do I do? 
What is tuberous sclerosis complex?
ƗͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼڂʡ͝ڂǵڂʄɟ˱ɟͮʡɂڂɎʡ́̿͝Ɏɟ̿ͮڂʎǵͮڂɂǵͽ͝ɟͮ͝ڂͽ˪́̿͝ڂ́ͮڂɿ́̿˪ڂʡ˱ڂ˪ǵ˱ΰڂɎʡɿɿɟ̿ɟ˱ͮ̿́ڂʄǵ˱͝հ̵̿ڂʡ-
˪ǵ̿ʡˍΰڂʡ˱ͮڂʎɟڂȻ̿ǵʡ˱հڂɟΰɟ͝հڂʎɟǵ̿ͮհڂ˅ʡɎ˱ɟΰհ͝ڂ˅ʡ˱ڂǵ˱Ɏڂˍͽ˱ʄ͝ձڂƗƉHڂʡ͝ڂǵڂɂ́˪̵ˍʡɂǵͮɟɎڂɎʡ͝ɟǵ͝ɟձڂƉ́˪ɟ̵ڂɟ̵́ˍɟڂˍʡΞɟڂʡͮʎڂɿɟڂ
͝ΰ˪̵ͮ́˪͝ڂʎʡˍɟͮ́ڂʎɟ̿͝ڂ˱ɟɟɎڂɂ́˱ͮʡ˱ͽǵˍ͝ڂͽ̵̵́̿ͮձڂġǵ˱ΰ̵ڂɟ̵́ˍɟڂʡͮʎڂƗƉHڂˍʡΞɟڂʡ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮհڂʎɟǵˍͮʎΰڂˍʡΞɟ͝ڂǵ˱Ɏڂɟ˱ʽ́ΰڂ
ɂʎǵˍˍɟ˱ʄʡ˱ʄ̵́̿ڂɿɟ͝͝ʡ́˱͝͝ڂͽɂʎڂǵ͝ڂ˪ɟɎʡɂʡ˱ɟհڂˍǵհڂɟɎͽɂǵͮʡ́˱ڂǵ˱Ɏ̿ڂɟ͝ɟǵ̿ɂʎձڂƗʎɟڂƗƉHڂʽ́ͽ̿˱ɟΰڂʡ͝ڂͽ˱ʡ̻ͽɟڂ́ͮڂɟǵɂʎڂʡ˱ɎʡΞʡɎͽǵˍڂ
ǵ˱Ɏڂɿǵ˪ʡˍΰڂՊڂɟΞɟ˱͝ڂʡȻˍʡ˱ʄ͝ڂǵ˱ɎڂʡɎɟ˱ͮʡɂǵˍͮڂʡ˱͝ڂɂǵ˱ڂʎǵΞɟڂɎʡɿɿɟ̿ɟ˱ͮڂɟΫ̵ɟ̿ʡɟ˱ɂɟ͝ձڂƣ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄͮڂʎɟڂɎʡ͝ɟǵ͝ɟڂʡˍˍڂʄʡΞɟڂ
ΰ́ͽڂʎ̵́ɟհ̿ͮ͝ڂɟ˱ʄͮʎڂǵ˱Ɏڂɟ˪̵́ɟ̿˪ɟ˱ͮͮڂʎ̿́ͽʄʎڂǵˍˍڂˍʡɿɟͮ͝ڂǵʄɟ͝ձ

Ɨ́́́ڂɿͮɟ˱հڂƗƉHڂʄ́ɟ͝ڂͽ˱Ɏʡǵʄ˱́͝ɟɎձڂ@ͽͮڂɟڂ˅˱́ڂǵͮڂˍɟǵͮͮ͝ڂ́ڂȻǵȻʡɟ͝ڂȻ́̿˱ڂɟǵɂʎڂɎǵΰڂʡ˱ͮڂʎɟڂƣ˱ʡͮɟɎڂƉͮǵͮɟ͝ڂʡˍˍڂʎǵΞɟڂʡͮձڂ
ĩɟǵ̿ˍΰ́ڂ˱ɟڂ˪ʡˍˍʡ́˱̵ڂɟ̵́ˍɟڂ́̿ˍɎʡɎɟڂǵ̿ɟڂɟͮ͝ʡ˪ǵͮɟɎڂ́ͮڂȻɟڂˍʡΞʡ˱ʄڂʡͮʎڂƗƉHհڂʡͮʎڂǵ̵̵̿́Ϋʡ˪ǵͮɟˍΰڂԋԅհԅԅԅڂʡ˱ͮڂʎɟڂƣ˱ʡͮɟɎڂ
Ɖͮǵͮɟ͝ձ

ġ̵́ͮ͝ڂɟ̵́ˍɟڂʡͮʎڂƗƉHڂʡˍˍڂˍʡΞɟڂǵڂ˱́̿˪ǵˍڂˍʡɿɟ̵͝ڂǵ˱ձڂ�ˍͮʎ́ͽʄʎͮڂʎɟ̿ɟڂʡ͝ڂ́˱ڂɂͽ̿ɟհͮڂʎɟ̿ɟڂʡ͝ڂʎ̵́ɟձڂżɟ͝ɟǵ̿ɂʎڂʎǵ̵́̿͝ڂΞɟ˱ͮڂʎǵͮڂ
ɟǵ̿ˍΰڂɎʡǵʄ˱́͝ʡ͝ڂǵ˱Ɏڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱Բ͝Գڂǵ̿ɟڂ˅ɟΰڂɿ̵́̿ͮ́ڂʡ˪ʡφʡ˱ʄڂˍ́˱ʄՈͮɟ̿˪́ڂͽͮɂ́˪ɟ͝ձڂ�ɎΞǵ˱ɂɟ˪ɟ˱ͮ͝ڂʡ˱̿ڂɟ͝ɟǵ̿ɂʎڂɂ́˱ͮʡ˱ͽɟڂ
ڂʡ́˱͝ձ̵ͮ́ڂʎɟ̿ǵ̵ɟͽͮʡɂͮڂʡ˪̵̿́ΞɟɎڂǵ˱Ɏڂɟ˱ڂɎɟˍʡΞɟ̿ڂ́ͮ

Where do I start?
żɟɂɟʡΞʡ˱ʄڂǵڂɎʡǵʄ˱́͝ʡ́͝ڂɿڂǵ̿ڂǵ̿ɟڂʄɟ˱ɟͮʡɂڂɎʡ͝ɟǵ͝ɟڂɿ́̿ڂΰ́ͽ̿ڂɂʎʡˍɎڂʡ́͝ڂΞɟ̿ʎɟˍ˪ʡ˱ʄձڂSɟ̵ɟ˱Ɏʡ˱ʄͮڂ˱́ڂʎɟڂɿʡ˱Ɏʡ˱ʄ͝հڂʡͮڂʡ͝ڂʡ˪-
̵́̿ͮǵ˱ͮڂ́ͮڂʎǵΞɟ́ڂ˱ʄ́ʡ˱ʄڂɂ́˱Ξɟ̿͝ǵͮʡ́˱͝ڂʡͮʎڂΰ́ͽ̿ڂʎɟǵˍͮʎɂǵ̿ɟͮڂɟǵ˪ڂǵȻ́ͽͮڂʎǵͮڂ́ͮڂɟΫ̵ɟɂͮձڂľɿͮɟ˱հڂǵڂƗƉHڂɎʡǵʄ˱́͝ʡ͝ڂɂǵ˱ڂ
Ȼɟ͝ڂͽɎɎɟ˱հڂʎʡɂʎڂɂǵ˱ڂȻɟڂɟΞɟ˱ڂ˪́̿ɟ́ڂΞɟ̿ʎɟˍ˪ʡ˱ʄ̵́̿ڂ́ͮڂɂɟ͝͝ձڂ̿́�ڂɟΫǵ˪̵ˍɟհͮڂʎɟ̿ɟڂɂǵ˱ڂȻɟڂǵ˱ڂʡ˪˪ɟ˱͝ɟڂǵ˪́ͽ˱ͮ́ڂɿڂ
ͮɟͮ͝ʡ˱ʄڂǵ˱Ɏ̵͝ڂɟɂʡǵˍʡͮ͝ڂΞʡ͝ʡͮ͝ڂ́ͮڂɂ́́̿Ɏʡ˱ǵͮɟڂǵˍˍڂǵͮ́ڂ˱ɂɟհڂʎʡɂʎڂ˪ʡʄʎͮڂɿɟɟˍڂˍʡ˅ɟ̿ͮڂΰʡ˱ʄڂ́ͮڂɎ̿ʡ˱˅ڂɿ̿́˪ڂǵڂɿʡ̿ɟʎ́͝ɟձ

Other times, TSC might be suspected, which can lead to further evaluation after a non-threatening feature like a 
͝˅ʡ˱ڂ̵ͮ́͝ڂԲ͝ͽɂʎڂǵ͝ڂǵ˱ڂǵ͝ڂգǵ͝ʎڂˍɟǵɿդڂ̿́ڂǵڂƉʎǵʄ̿ɟɟ˱̵ڂǵͮɂʎԳڂʡ͝ڂʡɎɟ˱ͮʡɿʡɟɎձڂżɟʄǵ̿Ɏˍɟ́͝͝ڂɿͮڂʎɟ̵̿ڂɟ͝ɟ˱ͮʡ˱ʄڂɿɟǵͮͽ̿ɟհ́ڂ˱ɂɟڂǵڂ
Ɏʡǵʄ˱́͝ʡ͝ڂʎǵ͝ڂȻɟɟ˱ڂ˪ǵɎɟ͝ڂ̿́ڂͽ̵͝ɟɂͮɟɎڂʡͮڂʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂɿ́̿ڂΰ́ͽ̿ڂɂʎʡˍɎڂ́ͮڂͽ˱Ɏɟ̿ʄ́ڂǵͮڂʎ́̿́ͽʄʎڂɟΞǵˍͽǵͮʡ́˱ձڂƉ́˪ɟͮʡ˪ɟ͝ڂʡͮڂ
˪ʡʄʎͮڂȻɟڂǵ̵̵̵̿́̿ʡǵͮɟڂ́ͮڂʎ́ˍɎ́ڂɿɿڂ˱́ڂǵͮڂʎ́̿́ͽʄʎڂƗƉHՈ̵͝ɟɂʡɿʡɂڂɟΞǵˍͽǵͮʡ́˱ڂͽ˱ͮʡˍڂǵ˱ΰڂǵɂͽͮɟ͝ڂΰ˪̵ͮ́˪͝ڂǵ̿ɟͮ͝ڂǵȻʡˍʡφɟɎձڂ̿́�ڂ
example, if your child is experiencing infantile spasms, it might make sense to get them under control before doing 
ǵ˱ڂɟΫͮɟ˱͝ʡΞɟڂɎɟ̿˪ǵͮ́ˍ́ʄʡɂǵˍڂɟΫǵ˪ձڂ

Čɟΰڂɿǵɂͮ́̿͝ڂʡ˱ڂɟΞǵˍͽǵͮʡ˱ʄڂƗƉHڂǵ̿ɟ́ڂͽͮˍʡ˱ɟɎڂʡ˱ͮڂʎɟڂԇԅԇԆڂƣ̵ɎǵͮɟɎڂSʡǵʄ˱́ͮ͝ʡɂڂH̿ʡͮɟ̿ʡǵڂԲ͝ɟɟڂƉɟɂͮʡ́˱ڂƗ́ԳձڂÄͮڂʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂ
to establish a care with a clinician who can provide proper surveillance and treatment recommendations across the 
ˍʡɿɟ̵͝ǵ˱ձڂƗƉHڂʡ͝ڂͽ˱ʡ̻ͽɟհڂǵ˱ɎڂɟΞɟ̿ΰڂʽ́ͽ̿˱ɟΰͮ͝ڂǵ̿ͮ͝ڂɎʡɿɿɟ̿ɟ˱ͮˍΰڂ́͝ڂʡͮ՟͝ ڂͽ̿ɟ͝ڂͮ́˱ڂǵ˱ɎڂΞɟ̿ʎɟˍ˪ɟɎ́ڂɿɟɟˍʡ˱ʄڂǵ̿ɟڂΰ́ͽڂʡɿڂǵΰ˅́ڂ
ʎǵͮڂ́ͮڂɟΫ̵ɟɂͮձڂƗʎʡ͝ڂʄͽʡɎɟڂʡˍˍڂʎɟˍ̵ڂΰ́ͽڂǵˍ˅ͮڂʎ̿́ͽʄʎ́͝ڂ˪ɟ́ڂɿͮڂʎɟ͝ɟ̻ڂͽɟͮ͝ʡ́˱͝ڂǵ˱Ɏ̵́̿ڂΞʡɎɟڂΰ́ͽڂʡͮʎͮڂʎɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂ
ڂɟ̵͝ձͮ͝ڂɟΫͮ˱ڂΰ́ͽ̿ڂɟ˪̵́ɟ̿ڂǵɂͮʡΞɟˍΰ̵́̿ڂ́ͮ

Where do I go?
Äͮڂʡ͝ڂɂ́˪˪́˱ڂɿ́̿ڂ˪ɟɎʡɂǵˍ̵́̿ڂΞʡɎɟ̿͝ڂ́ͮڂȻɟڂͽ˱ɿǵ˪ʡˍʡǵ̿ڂʡͮʎڂƗƉHհڂʡ˱ɂˍͽɎʡ˱ʄڂ˱ɟͽ̿́ˍ́ʄʡͮ͝͝ڂǵ˱Ɏ̵ڂɟɎʡǵͮ̿ʡɂʡǵ˱͝ձڂÄͮڂʡ͝ڂɂ̿ͽɂʡǵˍڂ
ɂʎʡˍɎ՟͝ڂΰ́ͽ̿ڂ˱ʡڂʡ˱Ξ́ˍΞɟɎڂ˱ɟɎʡǵͮ̿ʡɂʡǵ̵ڂǵ˱Ɏڂɟͽ̿́ˍ́ʄʡͮ͝˱ڂˍɂǵ́ˍڂǵڂʎǵΞɟڂ́ͮ -˱ɟ͝͝ɟڂʡ͝ڂɿʡͮڂʄ́́Ɏڂǵڂ�ʡ˱Ɏʡ˱ʄڂɟǵ˪ձͮڂʎɟǵˍͮʎɂǵ̿ɟڂ
ͮʡǵˍڂǵͮ͝ڂʎɟ͝ɟڂɂǵ̿ɟͮڂɟǵ˪ڂ˪ɟ˪Ȼɟ̿͝ڂʡˍˍڂȻɟڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ڂΰ́ͽڂǵ͝ڂǵɎΞ́ɂǵͮɟڂȻʡʄʄɟͮ͝ڂΰ́ͽ̿ڂȻɟڂΰ́ͽհڂʡͮʎڂǵˍ́˱ʄڂǵ˱ɎڂɟΫ̵ɟ̿ͮ͝հڂ
ͮ͝ǵ̿ͮڂΰ́ͽ̿ڂƗƉHڂʽ́ͽ̿˱ɟΰձڂSͽ̿ʡ˱ʄͮڂʎʡ͝ڂǵʄɟ̵͝ڂǵ˱հڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂʎ́ڂʡ͝ڂɿǵ˪ʡˍʡǵ̿ڂʡͮʎڂƗƉH͝ڂʎ́ͽˍɎڂȻɟ̵ڂǵ̿ͮ́ڂɿڂΰ́ͽ̿ڂ
ɂʎʡˍɎ՟͝ ڂɎʡǵʄ˱́͝ʡ͝ڂʎɟͮڂ́ͮڂɟǵɎ͝ˍڂʎǵͮͮڂƗƉHڂɿ́ڂ˱ǵ˱ʡɿɟͮ͝ǵͮʡ́˪ڂ˱ǵʡ˪ڂʎɟͮڂɿ̿ɟ̻ͽɟ˱ͮˍΰڂʡ͝ڂԲ͝ɟʡφͽ̿ɟ͝Գڂʡˍɟ̵͝ΰ̵^ڂɟǵ˪ձͮڂʎɟǵˍͮʎɂǵ̿ɟڂ
Ȼͽͮڂͮ́˱ڂǵˍǵΰ͝ձڂ^Ξɟ˱ڂʡɿڂΰ́ͽ̿ڂɂʎʡˍɎ̵̿ڂɟ͝ɟ˱ͮɟɎڂʡͮʎڂǵڂƗƉHڂɎʡǵʄ˱́͝ʡ͝ڂǵ˱Ɏڂʎǵ͝͝ڂͮ́˱ڂʎ́˱ڂǵ˱ΰ͝ڂʡʄ˱́͝ڂɿ͝ڂɟʡφͽ̿ɟ͝հڂʡͮڂʡͮ͝͝ڂʡˍˍڂ
clinically recommended to be evaluated during this phase as signs and symptoms of TSC change rapidly during 
ͮʎɟ͝ɟڂΰɟǵ̿͝ڂɎͽɟڂ́ͮڂ˱́̿˪ǵˍڂʄ̿́ͮʎڂǵ˱ɎڂɎɟΞɟˍ̵́˪ɟ˱ͮձڂ͝�ڂǵ̵ڂǵ̿ɟ˱ͮڂΰ́ͽڂǵ˱ͮڂ˱́ͮʎʡ˱ʄڂˍɟͮ͝͝ڂʎǵ˱ͮڂʎɟڂȻɟͮ͝ڂǵ˱Ɏڂɂ́˱˱ɟɂͮ-
ʡ˱ʄڂʡͮʎڂǵڂˍ́ɂǵˍ́ڂ̿́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂƗƉHڂHˍʡ˱ʡɂڂ́ͮڂʎɟˍ̵ڂʄͽʡɎɟڂɂˍʡ˱ʡɂǵˍ̿ͮڂɟǵͮ˪ɟ˱̵ͮͮ́ڂʡ́˱͝ڂʡ͝ڂǵ̵̵̵̿́̿ʡǵͮɟձڂÄɿڂΰ́ͽڂɎ́ڂͮ́˱ڂʎǵΞɟڂ
ǵɂɂɟ͝͝ڂ́ͮڂǵڂˍ́ɂǵˍڂƗƉHڂHˍʡ˱ʡɂհڂΰ́ͽڂɂǵ˱ڂǵˍ́͝ڂ˪ǵ˅ɟڂǵ˱ڂǵ̵̵́ʡ˱ͮ˪ɟ˱ͮڂʡͮʎڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂɟΫ̵ɟ̿ʡɟ˱ɂɟɎڂʡ˱ڂɟ̵ʡˍɟ̵͝ΰձڂ
ġǵ˱ΰڂƗƉHڂɟΫ̵ɟ̿ͮ͝ڂɂǵ˱́ڂɿɿɟ̵̿́̿ڂΞʡɎɟ̿Ոͮ́Ո̵̿́ΞʡɎɟ̿̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂǵ˱ɎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂĩǵΞʡʄǵͮ́̿͝ڂƉͽ̵̵́̿ͮڂƗƉHڂ
ɂǵ˱ڂǵ͝͝ʡͮ͝ڂʡͮʎͮڂʎʡ̵́̿͝ڂɂɟ͝͝ձڂ

Ä˱͝ͽ̿ǵ˱ɂɟڂɂ́Ξɟ̿ǵʄɟڂɂǵ˱ڂǵˍ́͝ڂȻɟڂǵڂɿǵɂͮ́̿ڂʡ˱ڂɟ˱͝ͽ̿ʡ˱ʄڂΰ́ͽ̿ڂɂʎʡˍɎڂɎ́ɟ͝ڂͮ́˱ڂʎǵΞɟڂɎɟˍǵΰɟɎڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱ڂǵ˱Ɏڂɂǵ̿ɟձڂÄͮڂʡ͝ڂ
ʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂɂ́˱͝ʡɎɟ̿ڂʡɿ́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂʎɟǵˍͮʎɂǵ̿ɟڂʡ̿͝ڂʡʄʎͮڂɿ́̿ڂΰ́ͽ̿ڂɿǵ˪ʡˍΰձͮڂ̿́�ڂʎ́͝ɟڂʎ́ڂǵ̿ɟڂɂ́˱͝ʡɎɟ̿ʡ˱ʄ̿ͮڂǵΞɟˍʡ˱ʄڂ
across state lines, please go to the insurance barriers page in the medical challenge section to learn more on how to 
̵̿́ǵɂͮʡΞɟˍΰ̵̿ڂɟΞɟ˱ͮڂʡ͝͝ͽɟ͝ڂɿ̿́˪́ڂɂɂͽ̿̿ʡ˱ʄձڂǓ́ͽڂɂǵ˱ڂˍ́ɂǵͮɟڂǵڂƗƉHڂɂˍʡ˱ʡɂڂȻΰڂΞʡ͝ʡͮʡ˱ʄڂձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄձڂ

3ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿

http://www.tscalliance.org


How do I get connected?
�ˍ́˱ʄڂΰ́ͽ̿ڂʽ́ͽ̿˱ɟΰհڂʡͮڂʡ͝ڂʎɟˍ̵ɿͽˍڂ́ͮڂ˅˱́ڂΰ́ͽڂǵ̿ɟڂͮ́˱ڂǵˍ́˱ɟձڂSɟ̵͝ʡͮɟͮڂʎʡ͝ڂȻɟʡ˱ʄڂǵڂΞɟ̿ΰڂɎʡɿɿʡɂͽˍͮͮڂʡ˪ɟհͮڂʎɟڂƗƉHڂɂ́˪˪ͽ-
˱ʡͮΰڂʎǵ͝ڂɂ́˪̵ʡˍɟɎڂʎɟˍ̵ɿͽˍ̿ڂɟ́͝ͽ̿ɂɟ͝ڂ́ͮڂʄͽʡɎɟڂΰ́ͽڂɎͽ̿ʡ˱ʄͮڂʎʡ̵͝ڂʎǵ͝ɟձڂƗʎɟ͝ɟͮڂʡ̵͝ڂǵ˱ɎڂʄͽʡɎɟ͝ڂ˪ǵΰڂͮ́˱ڂǵ˱͝ɟ̿ڂǵˍˍڂΰ́ͽ̿ڂ
̻ͽɟͮ͝ʡ́˱͝ڂǵ˱Ɏ́ڂͽ̿ڂƗƉHڂƉͽ̵̵́̿ͮڂĩǵΞʡʄǵͮ́̿͝ڂǵ̿ɟڂǵΞǵʡˍǵȻˍɟڂ́ͮڂʎɟˍ̵ڂΰ́ͽڂǵͮڂǵ˱ΰͮڂʡ˪ɟձ

This journey can feel lonely at times so connecting with another family that has navigated these steps before you 
ɂǵ˱ڂ˪ǵ˅ɟڂǵˍˍͮڂʎɟڂɎʡɿɿɟ̿ɟ˱ɂɟձڂƗ́ڂʄǵʡ˱ڂ˪́̿ɟڂʡ˱͝ʡʄʎͮڂ˱́ڂɂǵ̿ɟʄʡΞɟ̿͝ڂɟˍɿɂǵ̿ɟ̵ڂˍɟǵ͝ɟڂʄ́ڂ́ͮڂɂǵ̿ɟʄʡΞɟ̿ڂ˪ɟ˱ͮǵˍڂʎɟǵˍͮʎڂͽ˱Ɏɟ̿ڂ
ͮʎɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂɟɂͮʡ́˱ձڂÄ˱ڂǵɎɎʡͮʡ́˱հ̵ڂˍɟ˱ͮΰ́ڂɿڂǵΰ͝ڂɟΫʡͮ͝ڂ́ͮڂʎɟˍ̵ڂΰ́ͽڂɂ́˱˱ɟɂͮڂʡͮʎͮڂʎɟڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰڂ̿́ڂɿɟɟˍڂɿ̿ɟɟڂ́ͮڂ
̿ɟǵɂʎ́ڂͽͮ́ڂ́ͮڂͽ̿ڂƉͽ̵̵́̿ͮڂĩǵΞʡʄǵͮ́̿͝ڂɿ́̿ڂǵ͝͝ʡͮ͝ǵ˱ɂɟձڂ

�ʡ˱Ɏʡ˱ʄڂΰ́ͽ̿ڂˍ́ɂǵˍڂH́˪˪ͽ˱ʡͮΰڂ�ˍˍʡǵ˱ɂɟڂʡ͝ڂǵ˱ڂɟΫɂɟˍˍɟ˱̵ͮڂˍǵɂɟͮ͝ڂ́ͮڂǵ̿ͮձڂŴˍɟǵ͝ɟڂΞʡ͝ʡͮͮڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́̿ڂǵͮڂ
ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿ڂɿ́̿ڂ˪́̿ɟڂǵȻ́ͽͮڂǵڂH́˪˪ͽ˱ʡͮΰڂ�ˍˍʡǵ˱ɂɟڂ˱ɟǵ̿ڂΰ́ͽձڂ

For up-to-date information about TSC Alliance initiatives, videos, town halls, podcasts, information sessions, 
research, events and community stories, you can find the TSC Alliance on social media platforms using 
Ժͮ͝ɂǵˍˍʡǵ˱ɂɟձڂÄɿڂΰ́ͽڂɿɟɟˍڂˍʡ˅ɟڂΞ́ˍͽ˱ͮɟɟ̿ʡ˱ʄհ̵ڂˍɟ˱ͮΰ́ڂɿ̵̵ͮ̿́́ڂͽ˱ʡͮʡɟ͝ڂɟΫʡͮ͝ڂ́ͮڂǵˍʡʄ˱ڂʡͮʎڂǵ˱ΰ̵͝ڂɟɂʡɿʡɂڂʡ˱ͮɟ̿ɟͮ͝ڂΰ́ͽڂ
ɿɟɟˍڂʡ͝ڂȻɟͮ͝͝ڂͽʡͮɟɎڂɿ́̿ڂΰ́ͽձڂ

TSC Alliance social media channels: @tscalliance
ڂ ڂ Ɨʡͮͮɟ̿մͮڂʡͮͮɟ ձ̿ɂ́˪Մͮ͝ɂǵˍˍʡǵ˱ɂɟ
ڂ ڂ �ǵɂɟȻ́́˅մڂɿǵɂɟȻ́́˅ձɂ́˪Մͮ͝ɂǵˍˍʡǵ˱ɂɟ
ڂ ڂ Ä˱ͮ͝ǵʄ̿ǵ˪մڂʡ˱ͮ͝ǵʄ̿ǵ˪ձɂ́˪Մͮ͝ɂǵˍˍʡǵ˱ɂɟ
ڂ ڂ Ǔ́ͽƗͽȻɟմڂΰ́ͽͮͽȻɟձɂ́˪Մͮ͝ɂǵˍˍʡǵ˱ɂɟ

Facebook options
Connect with other members of the community in the private TSC Alliance Tuberous Sclerosis Complex Discussion 
�̿́ͽ̵ڂ˱́ڂ�ǵɂɟȻ́́˅ձڂƗʎʡ͝ڂʄ̿́ͽ̵́ڂɿɿɟ̿͝͝ڂͽ̵̵́̿ͮڂɿ̿́˪ڂ˪ɟ˪Ȼɟ̿͝ڂʎ́ڂǵ̿ɟڂʡ˱ڂǵˍˍڂɎʡɿɿɟ̿ɟ˱ͮͮ͝ڂǵʄɟ́͝ڂɿͮڂʎɟڂƗƉHڂʽ́ͽ̿˱ɟΰձڂÄ˱ڂ
ǵɎɎʡͮʡ́˱հڂH́˪˪ͽ˱ʡͮΰڂ�ˍˍʡǵ˱ɂɟڂ�ǵɂɟȻ́́˅̵ڂǵʄɟ͝հڂʎʡɂʎڂǵ̿ɟͮ͝ڂǵͮɟՈڂǵ˱ɎՄ́̿̿ڂɟʄʡ́˱Ո̵͝ɟɂʡɿʡɂհڂʡˍˍڂǵˍˍ́ڂΰ́ͽڂ́ͮڂɂ́˱˱ɟɂͮڂ́ͮڂ
́ͮʎɟ̿͝ڂʡ˱ڂΰ́ͽ̿ڂǵ̿ɟǵڂǵ˱Ɏڂˍɟǵ̿˱ڂǵȻ́ͽͮڂˍ́ɂǵˍڂɟΞɟ˱ͮ͝ڂǵ˱Ɏڂʄǵͮʎɟ̿ʡ˱ʄ͝ձڂ

�ǵɂɟȻ́́˅ڂǵˍ́͝ڂʎǵͮ́͝ڂʎɟ̵̿̿ڂʡΞǵͮɟ͝ڂͽ̵̵̵́̿ͮڂǵʄɟ͝ڂԲ˱̵́ͮ́ڂɟ̿ǵͮɟɎڂȻΰͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟԳڂɿ́̿ڂƗƉHڂġ́˪˪ʡɟ͝ڂǵ˱ɎڂƗƉHڂ
SǵɎɎʡɟ͝ձڂƗ́ڂʽ́ʡ˱ͮڂʎɟ͝ɟ̵̿ڂʡΞǵͮɟڂʄ̿́ͽ̵͝հڂΰ́ͽڂɂǵ˱͝ڂɟǵ̿ɂʎڂɿ́̿ڂƗƉHڂġ́˪˪ʡɟ͝ڂľĩĖǓڂՕڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂ̿́ڂ
ƗƉHڂSǵɎɎʡɟ͝ڂǵ˱Ɏ̿ڂɟ̻ͽɟͮ͝ڂ́ͮڂʽ́ʡ˱ձ

Volunteer opportunities
ǃ́ˍͽ˱ͮɟɟ̿ʡ˱ʄ́ڂɿɿɟ̿͝ڂǵ˱̵̵ͮ̿́́ڂͽ˱ʡͮΰڂ́ͮڂɂ́˱˱ɟɂͮڂǵ˱Ɏڂɟ˱ʄǵʄɟڂʡͮʎͮ́ڂʎɟ̿ڂɿǵ˪ʡˍʡɟ͝ڂʡ˱ͮڂʎɟڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰձڂƗʎɟ̿ɟڂǵ̿ɟڂΞǵ̿-
ʡ́ͽ͝ڂǵΰ̵͝ڂ́ͮڂǵ̿ͮʡɂʡ̵ǵͮɟڂǵ͝ڂǵڂΞ́ˍͽ˱ͮɟɟ̿ڂʡͮʎڂǵ̵́͝ڂʡͮʡ́˱ڂ́ͮڂɿʡͮڂǵ˱ΰ́˱ɟڂʎ́ڂʡ͝ڂʡ˱ͮɟ̿ɟͮ͝ɟɎձڂ̿́�ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮڂǵڂ
Ξ́ˍͽ˱ͮɟɟ̵̿́͝ڂʡͮʡ́˱̵ڂˍɟǵ͝ɟڂʄ́ڂ́ͮڂձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄڂɿ́̿ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ձڂ

 

4 ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿

http://www.tscalliance.org/tscnavigator
https://twitter.com/tscalliance
https://www.facebook.com/tscalliance
https://www.instagram.com/tscalliance/
https://www.youtube.com/tscalliance
http://www.tscalliance.org


Section One Appendix

TSC Alliance resources
The TSC Alliance offers several digital resources to share the most up-to-date information on tuberous scle-
̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼڂǵ˱ɎڂɟɎͽɂǵͮɟ́ڂͽ̿ڂɂ́˱ͮ͝ʡͮͽɟ˱ͮ͝ڂǵȻ́ͽͮͮڂʎɟڂɎʡ͝ɟǵ͝ɟհͮ͝ڂǵ˱Ɏǵ̿Ɏ́͝ڂɿڂɂǵ̿ɟڂǵ˱Ɏ́ڂ˱ʄ́ʡ˱ʄ̿ڂɟ͝ɟǵ̿ɂʎڂ
ɟɿɿ́̿ͮ͝ձڂƉɟɟڂǵ͝ڂͽ˪˪ǵ̿ΰ́ڂɿͮڂʎɟ͝ɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂȻɟˍ́ձ

Resource Description Website

TSC Navigatorڂ ڂ́ͮڂˍ́́ͮڂʡ˱ɟˍ˱́ڂʡ˱ͮɟ̿ǵɂͮʡΞɟڂɟǵ͝ΰՈͮ́Ոͽ͝ɟհڂ˱� ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿
 help guide individuals and families through 
 the complexities of tuberous sclerosis 
ڂ ɂ́˪̵ˍɟΫڂԲƗƉHԼڂǵɂ̿́ͮ͝͝ڂʎɟڂˍʡɿɟ̵͝ǵ˱հڂ
 proactively manage their care and live their 
ڂ ɿͽˍˍɟͮ͝ڂˍʡΞɟ͝ձڂƗʎɟڂʄ́ǵˍ́ڂɿͮڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́̿ڂ
 is to ensure families, caregivers and 
 supporters of those impacted by TSC can 
 find the right information at the right time

 Please note: The TSC Navigator is a living 
 resource, and some sections may be added, 
 updated or changed as new or updated 
 resources become available.

TSC Nowڂ ڂڂʡǵ˱ɂɟˍˍ�ڂƗƉHڂʎɟͮڂ˪ɿ̿́ڂɟ̿ʡɟ͝͝ڂɎɂǵ̵ͮ́͝ڂ� ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱́
 featuring conversations with leading TSC 
 researchers, clinicians, families and 
ڂ ʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵɿɿɟɂͮɟɎڂȻΰڂƗƉHڂǵ˱Ɏͮ́ڂʎɟ̿͝ձڂ
 Topics include the latest breakthroughs in 
 TSC research, common challenges faced 
 by those affected, upcoming TSC Alliance 
 initiatives, TSC treatment options and living 
ڂ ʡͮʎڂƗƉHձڂĖʡͮ͝ɟ˱ڂǵ˱Ɏ͝ڂͽȻ͝ɂ̿ʡȻɟڂʎɟ̿ɟΞɟ̿ڂΰ́ͽڂ
ڂ ˍʡͮ͝ɟ˱̵́ڂ́ͮڂɎɂǵͮ͝͝ձ

TSC Mattersڂ ڂڂ˪ɿ̿́ڂɟՈ˱ɟ͝ˍɟͮͮɟ̿ڂɂ́˪˪ͽ˱ʡͮΰڂȻʡ˪́˱ͮʎˍΰڂ� ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˪ǵͮͮɟ̿͝
 the TSC Alliance highlighting TSC research 
 updates, TSC clinical trials, upcoming TSC 
ڂ �ˍˍʡǵ˱ɂɟڂɟΞɟ˱ͮ͝ڂǵ˱Ɏڂ˪́̿ɟձڂ
 

TSC Academyڂ ڂڂɿ́̿ڂɂ̿ɟǵͮɟɎڂ˪ǵͮɿ́̿ˍ̵ڂˍɟɎͽɂǵͮʡ́˱ǵڂʡ˱ɟˍ˱́ڂ˱� ձͮ͝ɂǵɂǵɎɟ˪ΰձ́̿ʄ
ڂ ͮʎɟڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰձڂƗƉHڂ�ɂǵɎɟ˪ΰڂɿɟǵͮͽ̿ɟ͝ڂ
 lessons about the basic, preclinical and 
 clinical science of TSC; how research helps 
 us understand and treat the disease; how the 
 TSC Alliance, Federal, state and local 
 governments and other stakeholders work 
 together to find a cure; and how you can 
ڂ ̵ˍǵΰڂǵ́̿ڂˍɟձ
 

Webinars and Videos
ڂڂ ƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʎ́ͮ̿͝͝ڂɟʄͽˍǵ̿ڂɟɎͽɂǵͮʡ́˱ǵˍڂڂ ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄɟȻʡ˱ǵ̿͝ǵ˱ɎΞʡɎɟ́͝
 webinars on a variety of TSC related topics of 
 interest featuring known experts in the TSC 
ڂ ɂ́˪˪ͽ˱ʡͮΰձڂƗʎɟ͝ɟڂɟȻʡ˱ǵ̿͝ڂʡ˱ɂˍͽɎɟڂˍʡΞɟڂ
 question-and-answer opportunities with these 
ڂ ɟΫ̵ɟ̿ͮ͝ձڂ
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http://www.tscalliance.org/tscnavigator
http://www.tscalliance.org/tscnow
http://www.tscalliance.org/tscmatters
http://www.tscalliance.org/webinarsandvideos


Other notable resources

Organization Description Website

Center for Parentڂڂ �ǵ˪ʡˍΰՈɿ̿ʡɟ˱Ɏˍΰڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵ˱Ɏڂ ձ̵ǵ̿ɟ˱ͮɂɟ˱ͮɟ̿ʎͽȻձ́̿ʄ
Information and  research-based materials on key
Resourcesڂ ̵ͮ́ʡɂ͝ڂɿ́̿ڂŴǵ̿ɟ˱ͮڂHɟ˱ͮɟ̿͝ձڂƉͽ̵̵́̿ͮʡ˱ʄڂ
 the Parent Centers who serve families 
ڂ ́ɿڂɂʎʡˍɎ̿ɟ˱ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձ

The Arcڂ Ŵ̿́˪́ͮɟ͝ڂǵ˱Ɏ̵ͮ́̿ڂɟɂͮͮ͝ڂʎɟڂʎͽ˪ǵ˱̿ڂʡʄʎͮ͝ڂڂ ձͮʎɟǵ̿ɂձ́̿ʄ
 of people with intellectual and 
 developmental disabilities and actively 
 supports their full inclusion and participation 
ڂ ʡ˱ͮڂʎɟڂɂ́˪˪ͽ˱ʡͮΰͮڂʎ̿́ͽʄʎ́ͽͮͮڂʎɟʡ̿ڂˍʡɿɟͮʡ˪ɟ͝ձڂ

Family Voicesڂ ڂڂʄ̿ǵ̿́́ͮ͝͝͝ڂǵ˱Ɏڂ˱ʄǵ˱ʡφǵͮʡ́̿́ڂˍǵͮʡ́˱ǵ˱ڂ� ձɿǵ˪ʡˍΰΞ́ʡɂɟ͝ձ́̿ʄ
 network of families and friends of children 
 and youth with special health care needs 
 and disabilities that promotes partnership 
 with families – including those of cultural, 
 linguistic, and geographic diversity – to 
 improve healthcare services and policies 
ڂ ɿ́̿ڂɂʎʡˍɎ̿ɟ˱ձ

Epilepsy Foundationڂ H́˱˱ɟɂͮͮ͝ڂʎɟ̵ڂɟ̵́ˍɟհڂɎǵͮǵڂǵ˱Ɏ̿ڂɟ́͝ͽ̿ɂɟ͝ڂڂ ձɟ̵ʡˍɟ̵͝ΰձɂ́˪
 needed to address challenging health 
 problems associated with seizures and 
 epilepsies and promotes education, policy, 
 research and systemic change that will 
ڂ ʡ˪̵̿́Ξɟͮڂʎɟڂˍʡɿɟ́ڂɿͮڂʎ́͝ɟڂˍʡΞʡ˱ʄڂʡͮʎڂɟ̵ʡˍɟ̵͝ΰձڂ

Child Neurologyڂ Ɖɟ̿Ξɟ͝ڂǵ͝ڂǵڂɂ́ˍˍǵȻ́̿ǵͮʡΞɟڂɂɟ˱ͮɟ̿́ڂɿڂڂ ձɂʎʡˍɎ˱ɟͽ̿́ˍ́ʄΰɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
Foundation education, resources, and support for 
 children and their families living with 
 neurologic conditions and facilitates 
 connection with medical professionals 
ڂ ʎ́ڂɂǵ̿ɟڂɿ́̿ͮڂʎɟ˪ձڂ

PACER Center, Inc.ڂ ^˱ʎǵ˱ɂɟͮ͝ڂʎɟ̻ڂͽǵˍʡͮΰ́ڂɿڂˍʡɿɟڂǵ˱ɎڂɟΫ̵ǵ˱Ɏ͝ڂڂ ձ̵ǵɂɟ ձ̿́̿ʄ
 opportunities for children, youth and young 
 adults with all disabilities and their families 
 so each person can reach his or her highest 
ڂ ̵́ͮɟ˱ͮʡǵˍձ
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http://www.parentcenterhub.org
http://www.thearc.org
http://www.familyvoices.org
http://www.epilepsy.com
http://www.childneurologyfoundation.org
http://www.pacer.org


Section Two: Navigating the medical journey
Understanding the diagnosis
TSC is a genetic disorder that causes tumors to form in many different organs, primarily in the brain, eyes, heart, 
˅ʡɎ˱ɟΰհ͝ڂ˅ʡ˱հڂǵ˱Ɏڂˍͽ˱ʄ͝ձڂġ̵́ͮ͝ڂɟ̵́ˍɟڂʡͮʎڂƗƉHڂʡˍˍڂˍʡΞɟڂǵڂ˱́̿˪ǵˍڂˍʡɿɟ̵͝ڂǵ˱ձڂ�ˍͮʎ́ͽʄʎͮڂʎɟ̿ɟڂʡ͝ڂ́˱ڂɂͽ̿ɟհͮڂʎɟ̿ɟڂʡ͝ڂʎ̵́ɟձڂ
żɟ͝ɟǵ̿ɂʎڂʎǵ̵́̿͝ڂΞɟ˱ͮڂʎǵͮڂɟǵ̿ˍΰڂɎʡǵʄ˱́͝ʡ͝ڂǵ˱Ɏڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱Բ͝Գڂǵ̿ɟڂ˅ɟΰڂɿ̵́̿ͮ́ڂʡ˪ʡφʡ˱ʄڂˍ́˱ʄՈͮɟ̿˪́ڂͽͮɂ́˪ɟ͝ձڂ�ɎΞǵ˱ɂɟ-
˪ɟ˱ͮ͝ڂʡ˱̿ڂɟ͝ɟǵ̿ɂʎڂɂ́˱ͮʡ˱ͽɟڂ́ͮڂɎɟˍʡΞɟ̿ڂ˱ɟڂǵ˱Ɏڂʡ˪̵̿́ΞɟɎͮڂʎɟ̿ǵ̵ɟͽͮʡɂ̵ͮ́ڂʡ́˱͝ձ̵̿ڂ͝�ڂɟΞʡ́ͽ͝ˍΰڂ˪ɟ˱ͮʡ́˱ɟɎհͮڂʎɟڂƗƉHڂ
ʽ́ͽ̿˱ɟΰڂʡ͝ڂͽ˱ʡ̻ͽɟڂ́ͮڂɟǵɂʎڂʡ˱ɎʡΞʡɎͽǵˍڂǵ˱Ɏڂɿǵ˪ʡˍΰڂՊڂɟΞɟ˱͝ڂʡȻˍʡ˱ʄ͝ڂǵ˱ɎڂʡɎɟ˱ͮʡɂǵˍͮڂʡ˱͝ڂɂǵ˱ڂʎǵΞɟڂɎʡɿɿɟ̿ɟ˱ͮڂɟΫ̵ɟ̿ʡɟ˱ɂɟ͝ձڂ
ƣ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄͮڂʎɟڂɎʡ͝ɟǵ͝ɟڂʡˍˍڂʄʡΞɟڂΰ́ͽڂʎ̵́ɟհ̿ͮ͝ڂɟ˱ʄͮʎڂǵ˱Ɏڂɟ˪̵́ɟ̿˪ɟ˱ͮͮڂʎ̿́ͽʄʎڂǵˍˍڂˍʡɿɟͮ͝ڂǵʄɟ͝ձ

After allowing time to process the initial diagnosis of TSC, you can start navigating options with your healthcare 
ͮɟǵ˪ڂ́ͮڂǵɂʎʡɟΞɟڂΰ́ͽ̿̿ͮڂɟǵͮ˪ɟ˱ͮڂʄ́ǵˍ͝ձڂƣ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄڂǵˍˍڂΰ́ͽ̿̿ͮڂɟǵͮ˪ɟ˱̵ͮͮ́ڂʡ́˱͝ڂǵͮڂɟΞɟ̿ΰͮ͝ڂǵʄɟ́ڂɿͮڂʎɟڂʽ́ͽ̿˱ɟΰڂʡ͝ڂ
ɟ͝͝ɟ˱ͮʡǵˍձڂľͽ̿ڂƗƉHڂƉͽ̵̵́̿ͮڂĩǵΞʡʄǵͮ́̿͝ڂɂǵ˱ڂʎɟˍ̵ڂΰ́ͽڂʡɎɟ˱ͮʡɿΰ̿ͮڂɟǵͮ˪ɟ˱̵ͮͮ́ڂʡ́˱͝ڂǵ˱Ɏڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍͮ͝ڂʎǵͮڂ˪ǵΰڂȻɟ̿ڂʡʄʎͮڂ
ɿ́̿ڂΰ́ͽձڂ

�˱́ͮʎɟ̿ڂǵΰڂ́ͮڂʄɟͮڂʡ˱ɿ́̿˪ɟɎڂʡ͝ڂʡͮʎڂƗƉHڂ�ɂǵɎɟ˪ΰհڂǵ˱́ڂ˱ˍʡ˱ɟڂɟɎͽɂǵͮʡ́˱ǵˍ̵ڂˍǵͮɿ́̿˪ڂɂ̿ɟǵͮɟɎڂɿ́̿ͮڂʎɟڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰձڂ

Clinical manifestations
Ɨʎ́͝ɟڂʡͮʎڂƗƉHڂɂǵ˱ڂɟΫ̵ɟ̿ʡɟ˱ɂɟڂǵڂΞǵ̿ʡɟͮΰ́ڂɿ̿́ڂʄǵ˱Ո̵͝ɟɂʡɿʡɂڂ˪ǵ˱ʡɿɟͮ͝ǵͮʡ́˱͝ձڂƉ́˪ɟ́ڂɿͮڂʎɟ͝ɟڂ˪ǵ˱ʡɿɟͮ͝ǵͮʡ́˱͝ڂǵ̿ɟ̵̿ڂɟ͝-
ɟ˱ͮڂǵͮڂȻʡ̿ͮʎڂԲ́̿ڂɎͽ̿ʡ˱ʄڂɿɟͮǵˍڂɎɟΞɟˍ̵́˪ɟ˱ͮԳڂʎɟ̿ɟǵͮ́͝ڂʎɟ̿͝ڂ˪ǵ˱ʡɿɟͮ́͝ڂΞɟ̿ͮڂʎɟڂˍʡɿɟ̵͝ǵ˱ձڂ@ɟɂǵͽ͝ɟڂʄɟ˱ɟͮʡɂͮڂɟͮ͝ʡ˱ʄ́ڂ˱ˍΰڂ
ɂǵ̵ͮͽ̿ɟ͝ڂԏԋՔԐԅِ́ڂɿͮڂʎ́͝ɟڂʡͮʎڂǵ˱ڂʡɎɟ˱ͮʡɿʡɟɎڂ˪ͽͮǵͮʡ́˱հڂɂˍʡ˱ʡɂǵˍڂɎʡǵʄ˱́ͮ͝ʡɂڂɂ̿ʡͮɟ̿ʡǵڂǵ͝͝ʡͮ͝ڂɂˍʡ˱ʡɂʡǵ˱͝ڂ́ͮڂʡɎɟ˱ͮʡɿΰڂ˪ǵʽ́̿ڂ
ǵ˱Ɏڂ˪ʡ˱́̿ڂɿɟǵͮͽ̿ɟͮ͝ڂʎǵͮڂǵ̿ɟڂɂ́˱͝ʡɎɟ̿ɟɎڂգʎǵˍˍ˪ǵ̿˅դڂɿʡ˱Ɏʡ˱ʄ́͝ڂɿڂƗƉHձڂ

Ä˱ڂԇԅԇԆհͮڂʎɟڂɂˍʡ˱ʡɂǵˍڂɎʡǵʄ˱́ͮ͝ʡɂڂǵ͝ڂͽ̵ɎǵͮɟɎڂǵ˱Ɏڂʡ̿͝ڂɟɿˍɟɂͮɟɎڂȻɟˍ́ձڂĩ́ͮڂǵˍˍڂɿɟǵͮͽ̿ɟ́͝ڂɿڂƗƉHڂǵ̿ɟڂˍʡͮ͝ɟɎհڂȻͽͮڂͮ́˱ڂǵˍˍڂ
ǵˍʡ˪ɟ˱ͮ͝ڂǵ̿ɟڂǵ́͝͝ɂʡǵͮɟɎڂʡͮʎڂƗƉHհڂ́͝ڂʡͮ՟͝ ڂ́͝ڂΞʡɎɟ̵̿́̿ڂɟΫ̵ɟ̿ͮڂƗƉHڂΰ́ͽ̿ڂʡͮʎڂ͝˱Ɏʡ͝ɂͽ͝͝ʡ́ڂʄ́ʡ˱ʄ˱́ڂʎǵΞɟڂ́ͮڂͮ˱ʡ˪̵́̿ͮǵڂ
̵̵̿́ɟ̿̿ͮڂɟǵͮ˪ɟ˱ͮ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɂǵ˱ڂȻɟڂʡ˱ʡͮʡǵͮɟɎ̿ڂ̿́ڂɟɿɟ̿̿ǵˍͮ́ڂ́ͮڂʎɟ̵̿͝ڂɟɂʡǵˍʡͮ͝͝ڂʡ͝ڂͮ́˱ڂɎɟˍǵΰɟɎձڂ

TSC diagnostic criteria 

Major criteria Minor criteria

 ΰ̵́˪ɟˍǵ˱́ͮʡɂڂ˪ǵɂͽˍɟ͝ڂԲօԉնڂǵͮڂˍɟǵͮ͝ڂԋ˪˪ڂɎʡǵ˪ɟͮɟ̿Գڂ գH́˱ɿɟͮͮʡդ͝ڂ˅ʡ˱ڂˍɟ͝ʡ́˱͝ڂ
�˱ʄʡ́ɿʡȻ̿́˪ǵڂԲօԉԼڂ̿́ڂɿʡȻ̿́ͽ͝ڂɂɟ̵ʎǵˍʡɂ̵ڂˍǵ̻ͽɟڂ Sɟ˱ͮǵˍڂɟ˱ǵ˪ɟˍ̵ڂʡͮ͝ڂԲօԉԼ
ƣ˱ʄͽǵˍڂɿʡȻ̿́˪ǵ͝ڂԲօԇԼڂ Ä˱ͮ̿ǵ́̿ǵˍڂɿʡȻ̿́˪ǵ͝ڂԲօԇԼ
Shagreen patch  Retinal achromic patch
Multiple retinal hamartomas Multiple renal cysts
ġͽˍͮʡ̵ˍɟڂɂ́̿ͮʡɂǵˍͮڂͽȻɟ̿͝ڂǵ˱ɎՄ́̿̿ڂǵɎʡǵˍڂ˪ʡʄ̿ǵͮʡ́˱ڂˍʡ˱ɟ͝ڂ ĩ́˱̿ɟ˱ǵˍڂʎǵ˪ǵ̿ͮ́˪ǵ͝
ƉͽȻɟ̵ɟ˱Ɏΰ˪ǵˍڂ˱́ɎͽˍɟڂԲօԇԼڂ Ɖɂˍɟ̿́ͮʡɂڂȻ́˱ɟڂˍɟ͝ʡ́˱͝
Subependymal giant cell astrocytoma   
Cardiac rhabdomyoma  
Ėΰ˪̵ʎǵ˱ʄʡ́˪ΰ́˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼ֡ڂ ڂ
�˱ʄʡ́˪ΰ́ˍʡ̵́˪ǵ͝ڂԲօԇԼ֡  

 
Sɟɿʡ˱ʡͮɟڂƗƉHյ ڂԇڂ˪ǵʽ́̿ڂɿɟǵͮͽ̿ɟ͝ڂ̿́ڂԆڂ˪ǵʽ́̿ڂɿɟǵͮͽ̿ɟڂʡͮʎڂԇڂ˪ʡ˱́̿ڂɿɟǵͮͽ̿ɟ͝ձ
Ŵ́͝͝ʡȻˍɟڂƗƉHյ ڂ^ʡͮʎɟ̿ڂԆڂ˪ǵʽ́̿ڂɿɟǵͮͽ̿ɟڂ̿́ڂփԇڂ˪ʡ˱́̿ڂɿɟǵͮͽ̿ɟ͝ձ
ڂɟɟͮ˪ڂͮ́˱ڂɎ́ɟ͝ڂɿɟǵͮͽ̿ɟ͝ڂʎɟ̿ͮ́ڂʡͮʎ́ͽͮڂǵ˱ʄʡ́˪ΰ́ˍʡ̵́˪ǵ͝ڂǵ˱ɎڂĖ�ġڂɿɟǵͮͽ̿ɟ͝ڂˍɂˍʡ˱ʡɂǵڂġǵʽ́̿ڂԇڂʎɟͮڂɿ́ڂ˱ɂ́˪Ȼʡ˱ǵͮʡ́ڂ�֡
ɂ̿ʡͮɟ̿ʡǵڂɿ́̿ڂǵڂSɟɿʡ˱ʡͮɟڂSʡǵʄ˱́͝ʡ͝ձ
Genetic diagnosis:̵ڂ�ڂǵͮʎ́ʄɟ˱ʡɂڂΞǵ̿ʡǵ˱ͮڂʡ˱ڂƗƉHԆڂ̿́ڂƗƉHԇڂʡ͝ڂɎʡǵʄ˱́ͮ͝ʡɂڂɿ́̿ڂƗƉHձڂġ́ͮ͝ڂƗƉHՈɂǵͽ͝ʡ˱ʄڂΞǵ̿ʡǵ˱ͮ͝ڂǵ̿ɟڂ
͝ɟ̻ͽɟ˱ɂɟڂΞǵ̿ʡǵ˱ͮͮ͝ڂʎǵͮڂɂˍɟǵ̿ˍΰ̵̿ڂɟΞɟ˱ͮڂƗƉHԆڂ̿́ڂƗƉHԇ̵ͮ́̿ڂɟʡ˱̵́̿ڂɎͽɂͮʡ́˱ձڂƉ́˪ɟڂΞǵ̿ʡǵ˱ͮ͝ڂɂ́˪̵ǵͮʡȻˍɟڂʡͮʎ̵ͮ́̿ڂɟʡ˱ڂ
̵̿́Ɏͽɂͮʡ́˱ڂԲɟձʄձհ́͝ڂ˪ɟڂ˪ʡ͝͝ɟ˱͝ɟڂɂʎǵ˱ʄɟ͝Գڂǵ̿ɟڂɟˍˍڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂǵ͝ڂɎʡ͝ɟǵ͝ɟՈɂǵͽ͝ʡ˱ʄձڂľͮʎɟ̿ڂΞǵ̿ʡǵ˱ͮͮڂΰ̵ɟ͝͝ڂʎ́ͽˍɎڂȻɟڂ
ɂ́˱͝ʡɎɟ̿ɟɎڂʡͮʎڂɂǵͽͮʡ́˱ձ

7ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



2021 TSC diagnostic criteria updates
ƗʎɟڂÄ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂƗƉHڂH́˱͝ɟ˱͝ͽ́̿͝�ڂͽ̵ڂǵ͝ڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂʡ˱ڂԇԅԆԇڂ́ͮڂͽ̵Ɏǵͮɟ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɿ̿́˪ͮڂʎɟڂԆԐԐԏڂÄ˱ͮɟ̿-
˱ǵͮʡ́˱ǵˍڂH́˱͝ɟ˱͝ͽ͝ڂH́˱ɿɟ̿ɟ˱ɂɟձڂSͽɟͮڂ́ͮڂʎɟڂǵɎΞǵ˱ɂɟ˪ɟ˱ͮ́͝ڂɿ̿ڂɟ͝ɟǵ̿ɂʎڂǵ˱Ɏڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄ́ڂɿͮڂʎɟڂɎʡ͝ɟǵ͝ɟհڂˍɟǵɎɟ̿͝ڂ
́ɿͮڂʎɟڂ́̿˅ʡ˱ʄڂʄ̿́ͽ̵ڂɂ́ˍˍǵȻ́̿ǵͮɟɎڂʡ˱ڂԇԅԆԏڂǵͮͮڂʎɟڂǆ́̿ˍɎڂƗƉHڂH́˱ɿɟ̿ɟ˱ɂɟ́ڂΞɟ̿ͮڂ́ڂɎǵΰ͝ڂ́ͮڂɂ́˱ɿʡ̿˪ڂ̿́ڂǵ˪ɟ˱Ɏ̵̿ڂʡ́̿ڂ
̿ɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱̵́̿͝ڂ̿́ڂΞʡɎɟڂ˱ɟ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂȻΰڂɟǵɂʎ́ڂɿͮڂʎɟ̿́ڂʄǵ˱Ո̵͝ɟɂʡɿʡɂڂ́̿˅ʡ˱ʄڂʄ̿́ͽ̵͝ձڂƗʎɟ͝ɟڂͽ̵Ɏǵͮ-
ɟɎ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɟ̿ɟ̵ڂͽȻˍʡ͝ʎɟɎڂʡ˱ڂԇԅԇԆձڂƗʎɟ͝ɟ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱̵́̿͝ڂΞʡɎɟڂɂˍʡ˱ʡɂʡǵ˱͝ڂʡͮʎ̵ڂɟɟ̿Ո̿ɟΞʡɟɟɎڂǵ˱Ɏڂ
expert-driven recommendations so any clinician worldwide can assist in providing quality surveillance and manage-
˪ɟ˱ͮͮڂ́ͮڂʎ́͝ɟڂǵɿɿɟɂͮɟɎձڂƗʎɟڂɿͽˍˍͮڂɟΫͮ̿ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɂǵ˱ڂȻɟڂɿ́ͽ˱Ɏͮڂ˱́ڂʎɟڂƗƉHڂɟȻ͝ʡͮɟڂͽ˱Ɏɟ̿ڂČɟΰڂġɟɎʡɂǵˍڂŴͽȻˍʡ-
cations, but for those of you who would like a general overview please reference the Surveillance and Management 
żɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɿ́̿ڂƗƉHڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

TSC genetics
ƗƉHڂǵɿɿɟɂͮ͝ڂ˪ͽˍͮʡ̵ˍɟ̿́ڂʄǵ˱ͮ͝ڂʎ̿́ͽʄʎ́ͽͮͮڂʎɟڂˍʡɿɟͮʡ˪ɟձڂ@́ͮʎͮڂʎɟڂƗƉHԆڂǵ˱ɎڂƗƉHԇڂʄɟ˱ɟ͝ڂʎ́ˍɎͮڂʎɟڂʡ˱ͮ̿͝ͽɂͮʡ́˱͝ڂɿ́̿ڂɂ̿ɟ-
ǵͮʡ˱ʄ̵ͮ́̿ڂɟʡ˱͝ڂɂǵˍˍɟɎڂʎǵ˪ǵ̿ͮʡ˱ڂǵ˱ɎͮڂͽȻɟ̿ʡ˱հ̿ڂɟ̵͝ɟɂͮʡΞɟˍΰձڂƗʎɟ͝ɟ̵ͮ́̿ڂɟʡ˱͝ڂɿ́̿˪ڂǵڂɂ́˪̵ˍɟΫڂԲɟ͝͝ɟ˱ͮʡǵˍˍΰڂǵ̵ͮ́̿ڂɟʡ˱͝ڂǵ˱Ɏ-
ʡɂʎԳͮڂʎǵͮڂ́̿˅͝ڂʡ˱ڂǵڂɎɟˍʡɂǵͮɟڂȻʡ́ɂʎɟ˪ʡɂǵˍ̵ڂǵͮʎǵΰձڂƗʎʡ̵͝ڂǵͮʎǵΰڂʡ͝ڂɂǵˍˍɟɎͮڂʎɟڂ˪Ɨľż̵ڂǵͮʎǵΰհڂʎɟ̿ɟڂ˪Ɨľżͮ͝ڂǵ˱Ɏ͝ڂ
ɿ́̿ڂգ˪ɟɂʎǵ˱ʡͮ͝ʡɂͮڂǵ̿ʄɟͮ́ڂɿ̿ڂǵ̵ǵ˪ΰɂʡ˱ձդڂƗʎɟ̵ڂǵͮʎǵΰڂɂǵ̿ɟɿͽˍˍΰ̿ڂɟʄͽˍǵͮɟ͝ڂɂɟˍˍڂʄ̿́ͮʎڂʡ˱ڂǵˍ˪́ͮ͝ڂɟΞɟ̿ΰڂɂɟˍˍͮڂΰ̵ɟڂʡ˱ͮڂʎɟڂ
Ȼ́ɎΰձڂƗʎɟڂƗƉHԆڂǵ˱ɎڂƗƉHԇ̵ͮ́̿ڂɟʡ˱͝հڂʎɟ˱ڂɿͽ˱ɂͮʡ́˱ʡ˱ʄ́ͮڂʄɟͮʎɟ̵̵̿́̿ڂɟ̿ˍΰհ̿ڂɟʄͽˍǵͮɟڂǵڂ˅ɟΰͮ͝ڂɟ̵ڂʡ˱ͮڂʎʡ̵͝ڂǵͮʎǵΰڂǵ˱Ɏڂ
͝ͽ̵̵̿ɟͮ͝͝ڂͽ˪́̿ڂʄ̿́ͮʎձ

ǆʎɟ˱ڂɟʡͮʎɟ̿ͮڂʎɟڂƗƉHԆڂ̿́ڂƗƉHԇڂʄɟ˱ɟڂ˪ͽͮǵͮɟ͝հڂɂɟˍˍڂʄ̿́ͮʎڂɂǵ˱˱́ͮڂȻɟڂǵɎɟ̻ͽǵͮɟˍΰڂɂ́˱ͮ̿́ˍˍɟɎհڂʎʡɂʎڂˍɟǵɎ͝ڂ́ͮڂƗƉHձڂ ǵ-
martin, tuberin, and mTOR are expressed in many different cells throughout the body, which explains why so many 
́̿ʄǵ˱͝ڂɂǵ˱ڂȻɟڂǵɿɿɟɂͮɟɎڂȻΰڂƗƉHձڂ ́ɟΞɟ հ̿̿ڂɟ͝ɟǵ̿ɂʎɟ̿͝ڂǵ̿ɟͮ͝ڂʡˍˍڂ́̿˅ʡ˱ʄڂɎʡˍʡʄɟ˱ͮˍΰڂ́ͮڂɿʡʄͽ̿ɟ́ڂͽͮڂʎΰڂƗƉHڂ˪ǵ˱ʡɿɟͮ͝͝ڂ́͝ڂ
Ɏʡɿɿɟ̿ɟ˱ͮˍΰڂȻɟͮɟɟ˱ڂɎʡɿɿɟ̿ɟ˱̵ͮڂɟ̵́ˍɟձ

Tuberous sclerosis complex is a genetic disease that can be inherited from one parent with TSC or can result from a 
̵́͝˱ͮǵ˱ɟ́ͽ͝ڂʄɟ˱ɟͮʡɂڂ˪ͽͮǵͮʡ́˱ձڂHʎʡˍɎ̿ɟ˱ڂʎǵΞɟڂǵڂԋԅ̵ڂɟ̿ɂɟ˱ͮڂɂʎǵ˱ɂɟ́ڂɿڂʡ˱ʎɟ̿ʡͮʡ˱ʄڂƗƉHڂʡɿ́ڂ˱ɟ́ڂɿͮڂʎɟʡ̵̿ڂǵ̿ɟ˱ͮ͝ڂʎǵͮ͝ڂʎʡ͝ڂ
ɂ́˱Ɏʡͮʡ́˱ձڂżɟ͝ɟǵ̿ɂʎɟ̿͝ڂɟͮ͝ʡ˪ǵͮɟͮڂʎǵͮ́ڂ˱ˍΰ́ڂ˱ɟͮڂʎʡ̿Ɏ́ڂɿڂƗƉHڂɂǵ͝ɟ͝ڂǵ̿ɟڂ˅˱́˱ڂ́ͮڂȻɟڂʡ˱ʎɟ̿ʡͮɟɎձڂƗʎɟͮ́ڂʎɟ̿ͮڂ́ͮڂʎʡ̿Ɏ͝ڂ
result from a spontaneous and unpredictable mutation occurring during conception or very early development of 
ͮʎɟڂʎͽ˪ǵ˱ڂɟ˪Ȼ̿ΰ́ձڂƗ́ڂˍɟǵ̿˱ڂ˪́̿ɟڂǵȻ́ͽͮͮڂʎɟڂ˪Ɨľż̵ڂǵͮʎǵΰڂǵ˱Ɏڂʄɟ˱ɟͮʡɂ͝ڂ̿́ڂɿ́̿ͮڂʎɟ̵̿ڂʡ˪ɟ̿ڂɂ́ͽ̿͝ɟհ̵ڂˍɟǵ͝ɟڂΞʡ͝ʡͮڂƗƉHڂ
�ɂǵɎɟ˪ΰձڂ

Clinical management and your healthcare team
@ɟʡ˱ʄڂǵ͝ڂͽɂɂɟ͝͝ɿͽˍڂɂǵ̿ɟʄʡΞɟ̿ڂɎ́ɟ͝˱՟ͮڂ˪ɟǵ˱ڂΰ́ͽڂ˱ɟɟɎڂ́ͮڂʎǵΞɟڂǵˍˍͮڂʎɟڂǵ˱͝ɟ̿͝ڂ̿́ڂȻɟɂ́˪ɟڂǵ˱ڂɟΫ̵ɟ̿ͮڂʡ˱ڂƗƉHձڂǓ́ͽڂɂǵ˱ڂ
empower yourself by clearly advocating for your understanding of TSC and what you need to better understand, 
risk and benefit of treatment, short- and long-term outlook and how to prepare and balancing insurer- or pharmacy-
Ȼǵ͝ɟɎ̿ڂɟ̻ͽʡ̿ɟ˪ɟ˱ͮ͝ձ

ƣ˱ɿ́̿ͮͽ˱ǵͮɟˍΰհڂͮ́˱ڂɟΞɟ̿ΰ͝ڂʡͮͽǵͮʡ́˱ڂʡ͝ڂʡɎɟǵˍհڂǵ˱Ɏ̿ͮ͝ڂɟ͝͝ڂɂǵ˱ڂˍɟǵɎ́̿ͮ͝ڂ́ͮڂ˱ʄڂɟ˪́ͮʡ́˱͝ձڂSͽ̿ʡ˱ʄͮڂʎ́͝ɟͮڂʡ˪ɟ͝ڂʡͮڂʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂ
ڂɟɎʡ̿ɟɂͮ̿ڂ̵ˍʎɟڂ́ͮڂǵΞǵʡˍǵȻˍɟڂ͝˱ʡ̵́ͮ́ڂǵ˱Ɏڂ˱ʡͮͽǵͮʡ́͝ڂʎɟͮڂ˱ʄʡΞɟڂɟǵˍʡͮ͝ʡɂ̿ڂɟ@ڂǵɂɂ́˪̵ˍʡ͝ʎձڂ́ͮڂɟɟɎ˱ڂΰ́ͽڂˍʄ́ǵڂʎɟͮڂ˱́ڂɿ́ɂͽ͝ڂ́ͮ
ǵ˱Ɏڂɿʡ˱Ɏڂǵ́͝ڂˍͽͮʡ́˱ͮڂ́ͮڂʎɟڂɂͽ̿̿ɟ˱̵ͮ́̿ڂȻˍɟ˪ձڂ�ˍǵΰ̿͝ڂɟ˪ǵʡ˱ڂɂǵˍ˪ڂʎɟ˱͝ڂʡͮͽǵͮʡ́˱͝ڂʎǵΞɟڂɟ͝ɂǵˍǵͮɟɎڂ́ͮڂǵ˱ʄɟ̿ڂǵ˱Ɏڂɿ̿ͽͮ̿͝ǵ-
ͮʡ́˱ձڂġ́ͮ͝ڂʡ˱ͮ͝ʡͮͽͮʡ́˱͝ڂǵ˱Ɏڂɂˍʡ˱ʡɂ͝ڂʎǵΞɟ̵ڂǵͮʡɟ˱ͮڂǵɎΞ́ɂǵͮɟ͝ձڂÄɿڂΰ́ͽڂɎ́ڂͮ́˱ڂɿɟɟˍڂɂ́˪ɿ́̿ͮǵȻˍɟڂ̿́ڂǵʄ̿ɟɟڂʡͮʎڂǵ̿ͮڂɟǵͮ˪ɟ˱ͮڂ
plan, you can always request to speak to an advocate prior to leaving (this is even true if you are in the emergency 
Ɏɟ̵ǵ̿ͮ˪ɟ˱ͮԳձ

@ɟɂǵͽ͝ɟڂƗƉHڂɂǵ˱ڂǵɿɿɟɂͮڂ˪ǵ˱ΰڂɎʡɿɿɟ̿ɟ˱ͮ̿́ڂʄǵ˱͝ڂΰͮ͝ɟ˪͝հڂΰ́ͽڂ˪ǵΰڂɿʡ˱Ɏڂΰ́ͽ̿ڂɂʎʡˍɎڂͽ˱Ɏɟ̿ͮڂʎɟڂɂǵ̿ɟ́ڂɿڂ˪ǵ˱ΰڂɎʡɿɿɟ̿ɟ˱ͮڂ
˪ɟɎʡɂǵˍ̵͝ڂɟɂʡǵˍʡͮ͝͝ձڂġ́ͮ́͝ڂɿͮڂʎɟ͝ɟ̵͝ڂɟɂʡǵˍͮʡɟ͝ڂǵ̿ɟ͝ڂɟ̵ǵ̿ǵͮɟɎڂȻɟͮɟɟ˱̵ڂɟɎʡǵͮ̿ʡɂڂǵ˱ɎڂǵɎͽˍ̵ͮڂǵͮʡɟ˱ͮ͝ձڂƗ́ڂ˪ɟɎʡɂǵˍڂ
̵͝ɟɂʡǵˍͮʡɟ͝ڂǵ̿ɟڂɂ̿ͽɂʡǵˍڂ́ͮڂʎɟˍ̵ʡ˱ʄڂΰ́ͽڂ˪ǵ˱ǵʄɟڂǵ˱Ɏڂɂ́́̿Ɏʡ˱ǵͮɟڂǵˍˍͮڂʎɟ͝ɟ̵͝ڂɟɂʡǵˍʡͮ͝͝մڂΰ́ͽ̵̿ڂɟɎʡǵͮ̿ʡɂʡǵ˱ڂԲɂʎʡˍɎ̿ɟ˱Գڂ̿́ڂʡ˱-
ͮɟ̿˱ʡͮ͝ڂԲǵɎͽˍͮ͝ԳձڂƗʎɟ͝ɟڂɂˍʡ˱ʡɂʡǵ˱͝ڂǵ̿ɟ̵͝ڂɟɂʡǵˍˍΰ̿ͮڂǵʡ˱ɟɎڂ́ͮڂ˪ǵ˱ǵʄɟͮڂʎɟ́ڂΞɟ̿ǵˍˍڂʎɟǵˍͮʎ́ڂɿڂǵ˱ڂʡ˱ɎʡΞʡɎͽǵˍհڂʡ˱ɂˍͽɎʡ˱ʄڂʎɟˍ̵ʡ˱ʄڂ
ΰ́ͽڂɂ́˱˱ɟɂͮڂʡͮʎڂǵ˱Ɏڂʄɟͮͮڂʎɟ́ڂͮ́͝˪ڂͽͮ́ڂɿڂΰ́ͽ̿̿ڂɟˍǵͮʡ́˱͝ʎʡ̵͝ڂʡͮʎ̵͝ڂɟɂʡǵˍʡͮ͝͝ձ

Ŵˍɟǵ͝ɟ̿ڂɟɿɟ̿ɟ˱ɂɟͮڂʎɟ̵͝ڂɟɂʡǵˍʡͮ͝͝ڂΰ́ͽڂ˪ǵΰڂɟ˱ɂ́ͽ˱ͮɟ̿ڂʡ˱ͮڂʎʡ͝ڂʽ́ͽ̿˱ɟΰڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ڂɿ́̿ڂ˪́̿ɟڂʡ˱͝ʡʄʎͮձڂ
Since TSC is a rare disease, sometimes you will have to travel out of state to see a TSC expert for clinical care or for 
ͮʎ́͝ɟڂʡ˱ͮɟ̿ɟͮ͝ɟɎڂʡ˱ڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍ͝ձڂƗʎɟڂ@ɂͽ̿ɟɿͽˍڂƗ̿ǵΞɟˍڂ�ͽ˱ɎڂǵͮͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂͽ˱Ɏɟ̿̿ʡͮɟͮ͝ڂʎɟڂƗƉHڂ@ɂͽ̿ɟɿͽˍڂƗ̿ǵΞ-
el and Lodging Patient Assistance Program, which is administered by the National Organization for Rare Disorders 
ԻĩľżSԼձڂƗʎɟڂƗƉHڂ@ɂͽ̿ɟɿͽˍڂƗ̿ǵΞɟˍڂǵ˱ɎڂĖ́Ɏʄʡ˱ʄڂŴǵͮʡɟ˱ͮ͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ʄ̿ǵ˪ڂʡ͝ڂǵ̿ͮڂǵΞɟˍڂǵ͝͝ʡͮ͝ǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪ͮڂʎǵ̵ͮ́̿ڂ-
vides patients diagnosed with TSC with financial assistance for travel and lodging at TSC Alliance-recognized TSC 
Hˍʡ˱ʡɂ͝ձڂŴˍɟǵ͝ɟ͝ڂɟɟͮڂʎɟڂƗƉHڂ@ɂͽ̿ɟɿͽˍڂƗ̿ǵΞɟˍڂ�ͽ˱Ɏڂɿˍΰɟ̿ڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱́ڂ̿́ڂ˱ˍʡ˱ɟڂʡ˱ͮڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́ ձ̿ڂ

8 ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Staying organized
Making appointments with multiple providers can be exhausting, and it can be tough to predict how to prepare for 
˱ɟڂɂ́˱͝ͽˍͮǵͮʡ́˱͝ڂ́ͮڂɟ˱͝ͽ̿ɟͮڂʎɟڂǵ̵̵́ʡ˱ͮ˪ɟ˱ͮڂʡ͝͝ڂͽɂɂɟ͝͝ɿͽˍձڂĖɟǵ̿˱ڂ˪́̿ɟڂ˱́ڂ ́ڂ́ͮڂ ǵΞɟڂǵڂƉͽɂɂɟ͝͝ɿͽˍ̵̵́�ڂʡ˱ͮ˪ɟ˱ͮڂ
and Prescription Management on the TSC Navigator under Coordination of Care; you can also find a copy in the 
ǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

ڂǵΰձڂʎɟͮڂǵˍ́˱ʄڂɟ˱ͮʡ́˱ɟɎ˪ڂȻɟڂˍˍʡڂɟͮͮ͝͝ڂɎʡǵʄ˱́ͮ͝ʡɂڂǵ˱ɎڂǵȻ́̿ǵͮ́̿ΰˍڂǵ˱ΰ˪ڂʽ́ͽ̿˱ɟΰհڂΰ́ͽ̿ڂɿ́ڂʎǵ͝ɟ̵ڂɿʡ̿ͮ͝ڂʎɟͮڂʡ͝ڂʎʡͮ͝ڂ͝�
Having an understanding will help you feel more empowered and confident as you have open conversations with 
ΰ́ͽ̿ڂʎɟǵˍͮʎɂǵ̿ɟͮڂɟǵ˪ձڂČ˱́ʡ˱ʄڂʎǵͮڂ́ͮڂɟΫ̵ɟɂͮڂǵ˱Ɏڂʎɟ˱̵́̿ڂ́ͮڂǵɂͮʡΞɟˍΰڂǵ͝͝ɟ͝͝ڂǵ͝ڂʡͮͽǵͮʡ́˱ڂʡ͝ڂɂ̿ʡͮʡɂǵˍڂʡͮʎͮڂʎʡ͝ڂɎʡǵʄ-
˱́͝ʡ͝ձڂ@ͽʡˍɎʡ˱ʄڂǵ́͝ڂˍʡɎڂɿ́ͽ˱Ɏǵͮʡ́˱ڂ˱́ڂʡˍˍڂ˪ǵ˅ɟڂǵڂʎͽʄɟڂɎʡɿɿɟ̿ɟ˱ɂɟڂɎͽ̿ʡ˱ʄڂΰ́ͽ̿ڂʽ́ͽ̿˱ɟΰձڂĖɟǵ̿˱ڂ˪́̿ɟڂ˱́ڂƣ˱Ɏɟ̿ͮ͝ǵ˱Ɏ-
ʡ˱ʄڂġɟɎʡɂǵͮʡ́˱ڂǵ˱ɎڂƗɟͮ͝ʡ˱ʄհڂʎʡɂʎڂɂǵ˱ڂȻɟڂɿ́ͽ˱Ɏڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

Trying to stay organized when you are a parent or a caregiver to an individual requiring various appointments can 
Ȼɟ́ڂΞɟ̿ʎɟˍ˪ʡ˱ʄձڂÄͮڂʡ͝ڂɟ͝͝ɟ˱ͮʡǵˍڂ́ͮڂȻɟ̿́ڂʄǵ˱ʡφɟɎձڂH̿ɟǵͮʡ˱ʄڂǵڂ˪ɟɎʡɂǵˍڂȻʡ˱Ɏɟ հ̿ڂ̿́ڂ˱́ͮɟȻ́́˅հڂ́͝ڂΰ́ͽڂɂǵ˱̿ڂɟɂ́̿Ɏڂ˪ɟɎʡɂǵˍڂ
ʡ˱ɿ́̿˪ǵͮʡ́˱͝ڂͽɂʎڂǵ͝ڂǵ̵̵́ʡ˱ͮ˪ɟ˱ͮ͝ڂǵ˱Ɏ͝ڂɂʎɟɎͽˍɟ͝ڂʡˍˍڂʎɟˍ̵ڂΰ́ͽͮ͝ڂǵΰ̿́ڂʄǵ˱ʡφɟɎձڂÄ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱հڂΰ́ͽڂ
ʡˍˍڂɿʡ˱Ɏ͝ڂǵ˪̵ˍɟڂˍ́ʄ͝ڂǵ˱Ɏڂɂʎǵ̿ͮͮ͝ڂʎǵͮڂʎǵΞɟڂȻɟɟ˱ڂʎɟˍ̵ɿͽˍͮ́ڂ́ͮڂʎɟ̿͝ڂʡ˱ͮڂʎɟ̵ڂǵͮ͝ձڂ̿́�ڂǵڂɎ́˱ˍ́ǵɎǵȻˍɟڂΞɟ̿͝ʡ́˱ڂʄ́ͮڂ́ͮڂʎɟڂ
ƗƉHڂĩǵΞʡʄǵͮ́̿՟͝ ڂɟɂͮʡ́˱ձ͝ڂɟ́͝ͽ̿ɂɟ̿͝ڂ

Medical challenges  

Pharmacy coverage 
Prescription drug plans are part of all commercial and government insurance plans in the United States; howev-
ɟ հ̿ڂɟǵɂʎ̵ڂˍǵ˱ڂʡ͝ڂɎʡɿɿɟ̿ɟ˱̵ͮڂɟ̿ڂɂ̵́̿́̿ǵͮʡ́˱Մ́̿ʄǵ˱ʡφǵͮʡ́˱ڂǵ˱Ɏͮ͝ڂǵͮɟձڂǆʎɟ˱ͮ͝ڂǵ̿ͮʡ˱ʄڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂΰ́ͽ̿ڂɂ́Ξɟ̿ǵʄɟڂΰ́ͽڂ
͝ʎ́ͽˍɎڂʡ˪˪ɟɎʡǵͮɟˍΰڂʄɟͮڂɿǵ˪ʡˍʡǵ̿ڂʡͮʎڂΰ́ͽ̵̿ڂˍǵ˱՟͝ ڂʎǵͮڂʡͮ͝ˍڂΰˍ˱́ڂͮ́˱ڂˍˍʡڂʡͮ͝ˍڂƗʎʡ͝ڂŴSĖձڂǵڂǵ͝ڂ˱́˱˅ڂʡͮ͝ˍڂɎ̿ͽʄڂ˱ɟ͝ɂ̿ʡ̵ͮʡ̵́̿ڂ
˪ɟɎʡɂǵͮʡ́˱͝ڂʡˍˍڂȻɟڂɂ́Ξɟ̿ɟɎڂͽ˱Ɏɟ̿ڂΰ́ͽ̵̿ڂˍǵ˱ڂԲɂǵˍˍɟɎڂǵڂɿ́̿˪ͽˍǵ̿ΰԳհڂȻͽͮڂʎǵͮڂɂǵͮɟʄ́̿ΰڂ̿́ڂգͮʡɟ̿դڂɟǵɂʎ́ڂɿͮڂʎɟ͝ɟڂ˪ɟɎʡɂǵ-
ͮʡ́˱͝ڂǵ̿ɟڂˍʡͮ͝ɟɎڂʡ˱ͮ́ձڂƗʡɟ̿̿͝ڂɟ̵̿ɟ͝ɟ˱ͮڂǵڂɂ́ͮ͝ڂˍɟΞɟˍձڂƗʎɟ̿ɟڂǵ̿ɟڂԊͮڂʡɟ̿͝ڂ́ͮڂǵڂɿ́̿˪ͽˍǵ̿ΰڂˍʡͮ͝ڂʡͮʎͮڂʡɟ̿ڂԆڂȻɟʡ˱ʄͮڂʎɟڂˍ́ɟͮ͝ڂɂ́ͮ͝ڂ
ǵ˱Ɏͮڂʡɟ̿ڂԊڂȻɟʡ˱ʄͮڂʎɟڂʎʡʄʎɟͮ͝ڂɂ́ͮ͝ձڂƗʡɟ̿͝ڂԆڂՕڂԉڂͽ͝ͽǵˍˍΰ̿ڂɟ̻ͽʡ̿ɟ́͝ڂ˪ɟڂɂ́Ո̵ǵΰհڂǵ˱Ɏڂʡͮڂʡ͝ڂͮ́˱ڂͽ˱ɂ́˪˪́˱ڂ́ͮڂʎǵΞɟڂΰ́ͽ̿ڂɂ́Պ
̵ǵΰڂɂ́ͮ͝ڂˍʡͮ͝ɟɎڂ˱́ڂΰ́ͽ̵̿ڂʎǵ̿˪ǵɂΰڂɎ̿ͽʄڂɂǵ̿Ɏձڂġ́ͮ́͝ڂɿͮڂʎɟ͝ɟڂ˪ɟɎʡɂǵͮʡ́˱͝ڂǵ̿ɟڂʄɟ˱ɟ̿ʡɂհڂǵ˱ɎڂȻ̿ǵ˱Ɏڂ˱ǵ˪ɟڂ˪ɟɎʡɂǵͮʡ́˱͝ڂ
ǵ̿ɟ́ڂɿͮɟ˱ڂʎʡʄʎɟ̿ڂͽ̵ͮڂ˱́ڂʎɟͮڂʡɟ̿ڂˍʡͮ͝ձڂÄɿڂΰ́ͽڂʎǵΞɟڂġɟɎʡɂǵʡɎڂ̿́ڂġɟɎʡɂǵ̿ɟհڂʡͮڂʡ͝ڂͮ́˱ڂͽ˱ɂ́˪˪́˱ڂɿ́̿ڂΰ́ͽ̿ڂʡ˱͝ͽ̿ǵ˱ɂɟڂ́ͮڂɂ́Ξɟ̿ڂ
Ȼ̿ǵ˱Ɏڂ˱ǵ˪ɟ͝ձڂƉ́˪ɟͮ͝ڂǵͮɟ͝ڂʎǵΞɟ̿ڂɟͮ̿͝ʡɂͮʡ́˱͝ڂ˱́ڂʎ́ڂ˪ǵ˱ΰڂȻ̿ǵ˱ɎՈ˱ǵ˪ɟɎڂɎ̿ͽʄ͝ڂΰ́ͽڂɂǵ˱ڂͽ͝ɟ̵ڂɟ̿ڂ˪́˱ͮʎڂԲͮʎʡ͝ڂʡ˱ɂˍͽɎɟɎڂ
ǵ˱ͮʡȻʡ́ͮʡɂ͝ԳձڂƗʡɟ̿ڂԊհڂǵˍ́͝ڂ˅˱́˱ڂǵͮ͝ڂʎɟڂգ̵͝ɟɂʡǵˍͮΰͮڂʡɟ հ̿դڂʡ͝ڂʎɟ̿ɟ̵͝ڂͮ́͝˪ڂɟɂʡǵˍͮΰڂ˪ɟɎʡɂǵͮʡ́˱͝ڂɿ́̿̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟ͝ڂǵ˱Ɏڂ˱ɟڂ
ɟ̵ʡˍɟ̵͝ΰڂ˪ɟɎʡɂǵͮʡ́˱͝ڂǵ̿ɟڂɿ́ͽ˱Ɏձڂ

H́ͮ͝Ո͝ʎǵ̿ʡ˱ʄڂʡͮ͝ڂʎɟڂ˪ǵʽ́̿ڂɎʡɿɿɟ̿ɟ˱ɂɟڂȻɟͮɟɟ˱ͮڂʎɟ̵͝ڂɟɂʡǵˍͮΰͮڂʡɟ̿ڂǵ˱Ɏͮڂʎ́͝ɟ̵̿ڂɟɂɟɎʡ˱ʄڂʡͮձڂǆʎʡˍɟڂɿ́̿ڂˍ́ɟ̿ͮڂʡɟ̿ڂ˪ɟɎʡɂǵ-
ͮʡ́˱͝ڂΰ́ͽ՟Ɏͮڂΰ̵ʡɂǵˍˍΰڂȻɟڂɂʎǵ̿ʄɟɎڂǵڂɿˍǵͮڂɂ̵́ǵΰ˪ɟ˱ͮڂɿ́̿ڂΰ́ͽ̵̿̿ڂɟ͝ɂ̿ʡ̵ͮʡ́˱հ̵͝ڂɟɂʡǵˍͮΰͮڂʡɟ̿ڂ˪ɟɎʡɂʡ˱ɟ͝ڂͽ͝ͽǵˍˍΰڂɂ́˪ɟڂʡͮʎڂǵڂ
ɂ́ʡ˱͝ͽ̿ǵ˱ɂɟ̵ڂǵΰ˪ɟ˱ͮձڂH́ʡ˱͝ͽ̿ǵ˱ɂɟڂʡ͝ڂǵ̵ڂɟ̿ɂɟ˱ͮǵʄɟՈȻǵ͝ɟɎ̿ڂǵͮɟڂՊڂ́͝ڂʡɿڂΰ́ͽ̿ڂɂ́ʡ˱͝ͽ̿ǵ˱ɂɟ̵ڂǵΰ˪ɟ˱ͮ̿ڂǵͮɟڂʡ͝ڂԇԅِհڂΰ́ͽ՟ˍˍڂ
ɿʡ˱Ɏڂΰ́ͽ̿͝ɟˍɿ̵ڂǵΰʡ˱ʄڂɿ́̿ڂԇԅِ́ڂɿͮڂʎɟڂ˪ɟɎʡɂǵͮʡ́˱՟͝ ڂˍɟΞɟ̿ǵ͝ڂɂ́ͮ͝ڂ˱ɂǵڂ͝˱ɟɎʡɂǵͮʡ́˪ڂɟ˪́͝ڂɟɂǵͽ͝ɟ@ڂɂ́ͮ͝ձڂˍɟͮǵʡ̿ڂˍˍΞɟ̿ǵ́ڂ
thousands of dollars per month, you may end up meeting your insurance deductible very quickly just on coinsurance 
̵ǵΰ˪ɟ˱ͮ͝ڂǵˍ́˱ɟձڂľ˱ɂɟڂΰ́ͽ՟Ξɟڂ˪ɟͮڂΰ́ͽ̿ڂǵ˱˱ͽǵˍڂɎɟɎͽɂͮʡȻˍɟհڂʡ˱͝ͽ̿ɟ̿͝ڂͽ͝ͽǵˍˍΰڂȻɟʄʡ˱ڂɂ́Ξɟ̿ʡ˱ʄڂ˪́̿ɟڂԲͽ̵ڂ́ͮڂԏԅِՔԆԅԅِԼ́ڂɿڂ
˪ɟɎʡɂǵͮʡ́˱ڂɂ́ͮ͝͝ձڂƗʎʡ͝ڂʡ͝ڂʎΰڂʡͮڂʡ͝ڂΞɟ̿ΰڂʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂΰ́ͽ̿ڂɎɟɎͽɂͮʡȻˍɟ̵ڂˍǵ˱հڂȻɟɂǵͽ͝ɟڂɟǵɂʎڂΰɟǵ̿ڂʡ˱ڂćǵ˱ͽǵ̿ΰհڂ
ΰ́ͽ̵̿́̿ڂʄ̿ɟ́ͮ͝͝ڂǵ̿Ɏڂգ˪ɟɟͮʡ˱ʄڂΰ́ͽ̿ڂɎɟɎͽɂͮʡȻˍɟդڂԲʡձɟձհͮڂʎɟڂǵ˪́ͽ˱ͮ́ڂɿڂ˪́˱ɟΰڂΰ́ͽ̵͝ڂɟ˱Ɏڂɟǵɂʎڂΰɟǵ̿Գ̿ڂɟ͝ɟͮ͝ձڂ

Many people utilize copay assistance cards so medications can be affordable; however, under the current copay 
ǵɂɂͽ˪ͽˍǵ̵ͮ́̿́̿ڂʄ̿ǵ˪͝հͮڂʎʡ͝ڂɂǵ˱ڂɟ˱Ɏڂͽ̵ڂɂ́ͮ͝ʡ˱ʄڂΰ́ͽڂ˪́̿ɟڂ˪́˱ɟΰڂʡ˱ͮڂʎɟڂˍ́˱ʄ̿ڂͽ˱ձڂƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʡ͝ڂǵɎΞ́ɂǵͮʡ˱ʄڂɿ́̿ڂ
ɂ́Ո̵ǵΰڂǵɂɂͽ˪ͽˍǵ̵ͮ́̿́̿ڂʄ̿ǵ˪͝ڂ́ͮڂȻɟ̿ڂɟ˪́ΞɟɎձڂ̿́�ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱̵̿ڂ˱́ڂɟ͝ɂ̿ʡ̵ͮʡ́˱̵́̿ڂɂɟ͝͝հڂʡ˱ɂˍͽɎʡ˱ʄ̻ڂͽʡɂ˅ڂΞʡɎɟ́͝ڂ
ڂʎ́ڂɟɂͮʡ́˱հ͝ڂǵ̵̵ɟ˱ɎʡΫڂʎɟͮڂ˱ʡڂɂǵͮɟɎ́ˍڂԲ�ɿŴ�Լհڂ�ɂɂɟ͝͝ڂͮ˱Ŵǵͮʡɟڂɿ́̿ڂʡǵ˱ɂɟˍˍ�ڂʎɟͮڂͽͮ́ڂ˅ɂʎɟɂڂʡɂ͝հ̵́ͮڂͮ˱ʡ˪̵́̿ͮǵڂʎɟ͝ɟͮڂ˱́
ǵɎΞ́ɂǵͮɟ͝ڂɿ̵́̿ڂǵͮʡɟ˱ͮڂǵɂɂɟ͝͝ڂ́ͮڂǵ̵̵̿́ΞɟɎͮڂʎɟ̿ǵ̵ʡɟ͝ڂǵ˱Ɏڂǵ̵̵̵̿́̿ʡǵͮɟڂɂˍʡ˱ʡɂǵˍڂɂǵ̿ɟձڂ

�˱́ͮʎɟ̿ڂʡ˪̵́̿ͮǵ˱ͮڂǵ̵͝ɟɂͮ́ڂɿ̵ڂʎǵ̿˪ǵɂΰڂɂ́Ξɟ̿ǵʄɟڂʡͮ͝͝ڂɟ̵ͮڂʎɟ̿ǵ̵ΰձڂƗʎʡ͝ڂʡ͝ڂǵˍ́͝ڂɂǵˍˍɟɎڂգɿǵʡˍڂɿʡ̿ͮ͝դ̵́ڂˍʡɂΰͮڂʎǵͮڂǵ͝ڂɎɟ-
Ξɟˍ̵́ɟɎڂȻΰڂʡ˱͝ͽ̿ɟ̿͝ڂ́ͮڂʎɟˍ̵ڂɂ́˱ͮ̿́ˍڂɂ́ͮ͝ձڂƗʎʡ͝ڂ˪ɟǵ˱́͝͝ڂ˪ɟ̵ڂˍǵ˱̿͝ڂɟ̻ͽʡ̿ɟڂΰ́ͽ̿ͮڂ́ͮڂΰڂɂʎɟǵ̵ɟ̿ڂǵ˱Ɏ́ڂͽͮɎǵͮɟɎڂɎ̿ͽʄ͝ڂ
�ÄżƉƗڂȻɟɿ́̿ɟͮڂʎɟΰڂʡˍˍڂɂ́Ξɟ̿ڂǵ̵͝ڂɟɂʡɿʡɂڂɎ̿ͽʄ̵̿ڂɟ͝ɂ̿ʡȻɟɎڂȻΰڂΰ́ͽ̿ڂʎɟǵˍͮʎɂǵ̿ɟ̵́̿ڂΞʡɎɟ ձ̿ڂƗʎʡ͝ڂʡ͝ڂǵڂΞɟ̿ΰڂɿ̿ͽͮ̿͝ǵͮʡ˱ʄ̵́̿ڂ-
ɂɟ͝͝ڂǵ˱Ɏڂɂǵ˱ڂȻɟ̿ڂʡ͝˅ΰڂɿ́̿ͮڂʎ́͝ɟڂʡͮʎڂǵ̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟڂǵ˱Ɏڂɟ̵ʡˍɟ̵͝ΰձڂ͝�ڂΰ́ͽڂǵ̿ɟڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄڂΰ́ͽ̵̿ڂʎǵ̿˪ǵɂΰڂȻɟ˱ɟ-
ɿʡͮ͝հ̵ڂǵΰڂǵͮͮɟ˱ͮʡ́˱ڂǵ˱Ɏڂǵ͝˅ڂʎʡɂʎڂ˪ɟɎʡɂǵͮʡ́˱̿͝ڂɟ̻ͽʡ̿ɟͮ͝ڂɟ̵ͮڂʎɟ̿ǵ̵ΰձڂÄͮڂʡ͝ڂɟ̻ͽǵˍˍΰڂʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎǵͮڂ˪ǵ˱ΰڂ
́ͮʎɟ̿ڂǵɎΞ́ɂǵɂΰڂʄ̿́ͽ̵͝ڂʎǵΞɟͮڂǵ˅ɟ˱ڂǵ̵́̿ڂǵɂͮʡΞɟͮ͝ڂǵ˱ɂɟڂ˱́ڂʄɟͮͮʡ˱ʄͮ͝ڂɟ̵ͮڂʎɟ̿ǵ̵ΰڂˍɟʄʡ͝ˍǵͮʡ́˱ڂɂʎǵ˱ʄɟɎձڂ̿́�ڂ˪́̿ɟڂʡ˱͝ʡʄʎͮհڂ
Ɖͮɟ̵ͮʎɟ̿ǵ̵ΰձɂ́˪ڂʡ͝ڂǵڂʄ̿ɟǵͮ̿ڂɟ́͝ͽ̿ɂɟڂ́ͮڂɿʡ˱Ɏ́ڂͽͮڂʡɿͮڂʎɟ̿ɟڂʡ͝ڂǵ˱́ڂΞɟ̿̿ʡɎɟ̿ڂɟ̻ͽɟͮ͝ڂǵΞǵʡˍǵȻˍɟڂʡ˱ڂΰ́ͽ̿ͮ͝ڂǵͮɟհڂǵ˱Ɏڂʎǵͮڂ́ͮڂɎ́ڂ
ʡɿڂΰ́ͽ̿́ڂΞɟ̿̿ʡɎɟ̿ڂɟ̻ͽɟͮ͝ڂǵ͝ڂɎɟ˱ʡɟɎձ

9ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿
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Prior authorization issues
ġɟɎʡɂǵͮʡ́˱̵̿͝ڂɟ͝ɂ̿ʡȻɟɎڂɿ́̿ڂƗƉHՈ̿ɟˍǵͮɟɎڂ˪ǵ˱ʡɿɟͮ͝ǵͮʡ́˱́͝ڂɿͮɟ˱̿ڂɟ̻ͽʡ̿ɟڂǵ̵̿ڂʡ́̿ڂǵͽͮʎ́̿ʡφǵͮʡ́˱ڂԲŴ�ԼձڂÄͮڂʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂ
˅˱́ڂʎǵͮڂ˪ɟɎʡɂǵͮʡ́˱͝ڂʡˍˍ̿ڂɟ̻ͽʡ̿ɟͮڂʎʡ͝հڂǵ˱Ɏڂʎ́ڂˍ́˱ʄͮڂʎɟڂŴڂ�ʡ͝ڂǵ̵̵̿́ΞɟɎڂɿ́̿ڂɟǵɂʎڂ˪ɟɎʡɂǵͮʡ́˱ձڂ̿́�ڂ˪ɟɎʡɂǵͮʡ́˱ͮ͝ڂʎǵͮڂ
are controlled substances or non-preferred medications, it is common that a new PA cannot be initiated until four 
Ɏǵΰ͝ڂɿ̿́˪ͮڂʎɟڂˍǵͮ͝ڂɎ́͝ɟڂɂ́Ξɟ̿ɟɎڂȻΰͮڂʎɟ̵̿ڂɟɂɟɎʡ˱ʄڂŴ�ձڂƗʎɟ̿ɟɿ́̿ɟհڂʡͮڂʡ͝ڂɟ͝͝ɟ˱ͮʡǵˍڂ́ͮڂ˅˱́ڂɟΫǵɂͮˍΰڂʎǵͮڂΰ́ͽ̿ڂʎɟǵˍͮʎɂǵ̿ɟڂ
ͮɟǵ˪ڂʡˍˍڂ˱ɟɟɎڂ́ͮڂʎǵΞɟڂ́ͮڂʡ˱ʡͮʡǵͮɟͮڂʎɟڂ˱ɟڂŴڂ�Ȼɟɿ́̿ɟڂΰ́ͽ̿ڂͽ˱́ڂͽͮ́ڂɿڂ˪ɟɎʡǵͮʡ́˱ձڂġɟɎʡɂǵͮʡ́˱̿͝ڂɟ̻ͽʡ̿ʡ˱ʄڂǵڂŴڂ�ʡˍˍڂǵˍ́͝ڂȻɟڂ
ˍʡͮ͝ɟɎڂ˱́ڂΰ́ͽ̵̿ڂʎǵ̿˪ǵɂΰڂɎ̿ͽʄڂˍʡͮ͝ڂԲŴSĖԼձͮڂ̿́�ڂʎ́͝ɟڂʎ́ڂ˱ɟɟɎڂǵ˱ڂɟΫǵ˪̵ˍɟڂˍɟͮͮɟ հ̵̿ڂˍɟǵ͝ɟڂɂʎɟɂ˅́ڂͽͮͮڂʎɟڂŴ̿ʡ́̿ڂ�ͽͮʎ́̿ʡ-
φǵͮʡ́˱ڂÄ͝͝ͽɟ͝ڂʡ˱ͮڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́̿ڂɿ́̿ͮڂʎɟڂͮ́͝˪ڂɂͽ̿̿ɟ˱ͮͮڂɟ˪̵ˍǵͮɟ͝ձڂ

Insurance barriers 
ľ˱ɟ́ڂɿͮڂʎɟڂͮ́͝˪ڂɂ́˪˪́˱ڂʡ˱͝ͽ̿ǵ˱ɂɟڂȻǵ̿̿ʡɟ̿͝ڂʡ͝ڂʄɟͮͮʡ˱ʄ́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂʎɟǵˍͮʎɂǵ̿ɟڂΞʡ͝ʡͮ͝ڂɂ́Ξɟ̿ɟɎձڂ@ɟɂǵͽ͝ɟ́ڂɿͮڂʎɟڂɂʎǵˍ-
lenges associated with out-of-state healthcare, it is important to have a local team (pediatrician or internist and, if 
˱ɟɟɎɟɎհڂǵڂ˱ɟͽ̿́ˍ́ʄʡͮ͝Գڂʎ́ڂɂǵ˱ڂʎɟˍ̵̵́̿ڂΞʡɎɟͮ͝ڂǵȻʡˍʡͮΰڂʡ˱ڂΰ́ͽ̿ڂɂǵ̿ɟձڂ ɟ̿ɟڂǵ̿ɟ́͝ڂ˪ɟڂʎɟˍ̵ɿͽˍͮڂʡ̵ͮ͝ڂ˱́ڂʎʡ̵́̿͝ڂɂɟ͝͝մڂ
ڂ ڂ Ɨʎɟڂʡ˱ɎʡΞʡɎͽǵˍڂȻɟʡ˱ʄ͝ڂɟɟ˱ڂġƣƉƗڂʎǵΞɟڂǵ˱ڂɟͮ͝ǵȻˍʡ͝ʎɟɎ̵̿ڂʡ˪ǵ̿ΰڂɂǵ̿ɟ̵́̿ڂΞʡɎɟ̿ڂԲʎ́ڂʡ͝ڂˍʡɂɟ˱͝ɟɎڂʡ˱ͮڂʎɟͮ͝ڂǵͮɟڂ
ڂ ڂ ͮʎɟڂʡ˱ɎʡΞʡɎͽǵˍڂˍʡΞɟ͝ڂʡ˱Գڂʎ́͝ڂɟɟͮ͝ڂʎɟ˪́̿ڂͽͮʡ˱ɟˍΰձڂƗʎʡ̵̿͝ڂʡ˪ǵ̿ΰڂɂǵ̿ɟ̵́̿ڂΞʡɎɟ̿ڂ˱ɟɟɎ͝ڂ́ͮڂʎǵΞɟ͝ڂɟɟ˱ͮڂʎɟڂʡ˱ɎʡΞʡɎͽǵˍڂ
ڂ ڂ ǵͮڂˍɟǵͮ́͝ڂ˱ɂɟڂʡͮʎʡ˱ͮڂʎɟڂɂͽ̿̿ɟ˱ͮڂɂǵˍɟ˱Ɏǵ̿ڂΰɟǵ̿ڂ@^�ľż^ڂǵ˱́ڂͽͮՈ́ɿՈͮ͝ǵͮɟ̿ڂɟɿɟ̿̿ǵˍڂʡ͝ڂ˪ǵɎɟձڂġɟɎʡɂǵʡɎڂɂ́Ξɟ̿ǵʄɟڂ
ڂ ڂ ɿ́̿́ڂͽͮՈ́ɿՈͮ͝ǵͮɟ̿ڂɟɿɟ̿̿ǵˍ͝ڂʡ́͝ڂɿͮɟ˱ڂɎɟˍǵΰɟɎڂȻɟɂǵͽ͝ɟմڂ
ڂ ڂ ڂ ڂ́ Ǔ́ͽ̵̿̿ڂʡ˪ǵ̿ΰڂɂǵ̿ɟ́ڂɿɿʡɂɟͮ͝ڂǵɿɿͮڂΰ̵ʡɂǵˍˍΰڂ˱ɟɟɎڂԉԅڂɎǵΰ̿͝ڂ́ͮڂɟ̻ͽɟͮ̿͝ڂɟɂ́̿Ɏ͝ڂǵ˱ɎڂȻɟڂǵȻˍɟ̿ڂ́ͮڂɟΞʡɟձ
ڂ ڂ ڂ ڂ́ Ǔ́ͽ̵̿̿ڂʡ˪ǵ̿ΰڂɂǵ̿ɟ́ڂɿɿʡɂɟͮ͝ڂǵɿɿڂ˪ͽͮ͝ڂʽͽͮ͝ʡɿΰڂ́ͮڂΰ́ͽ̿ڂʎ́˪ɟͮ͝ڂǵͮɟ՟͝ ڂȻɟڂ́ͮڂɟɟɎ˱ڂɟ̿Ξʡɂɟ͝͝ڂʎΰڂġɟɎʡɂǵʡɎڂ
ڂ ڂ ڂ ڂ ̿ɟ˱Ɏɟ̿ɟɎڂľƣƗƉÄS^́ڂɿͮڂʎɟͮ͝ڂǵͮɟհڂǵ˱Ɏͮڂʎɟΰڂɂǵ˱˱́ͮڂɎ́ڂ́͝ڂʡͮʎ́ͽͮڂ˪ǵ˅ʡ˱ʄڂǵڂɂ́˪̵ˍɟͮɟڂɟΞǵˍͽǵͮʡ́˱́ڂɿͮڂʎɟ
ڂ ڂ ڂ ڂ ̵ǵͮʡɟ˱ͮ՟͝ ڂɟɂ́̿Ɏ͝ձ̿ڂ
ڂ ڂ ^˱͝ͽ̿ɟڂʡ˱͝ͽ̿ǵ˱ɂɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂʡ͝ڂͽ̵ڂ́ͮڂɎǵͮɟձڂƗʎʡ͝ڂ˱ɟɟɎ͝ڂ́ͮڂȻɟڂɂ́˱ɿʡ̿˪ɟɎڂǓ^�żĖǓڂʡ˱ڂćǵ˱ͽǵ̿ΰڂȻΰͮڂʎɟ̵̿ڂʡ˪ǵ̿ΰڂ
ڂ ڂ ɂǵ̿ɟʄʡΞɟ̿Մ̵ǵ̿ɟ˱ͮձڂ^̵͝ɟɂʡǵˍˍΰڂʡɿͮڂʎɟ̿ɟڂǵ̿ɟڂ˪ͽˍͮʡ̵ˍɟڂʡ˱͝ͽ̿ǵ˱ɂɟ͝ձڂġ́ͮ̿͝ڂɟ̻ͽʡ̿ɟڂǵ˱˱ͽǵˍ͝ڂͽȻ˪ʡ͝͝ʡ́˱́ڂɿڂɿ́̿˪͝հڂ́͝ڂ
ڂ ڂ ʡ˱͝ͽ̿ǵ˱ɂɟڂɎ́ɟ͝ڂͮ́˱ڂˍǵ̵͝ɟձڂĩ́ͮڂ˅˱́ʡ˱ʄڂǵ˱ɎڂʎǵΞʡ˱ʄͮڂʎɟ˪ڂգͮɟ̿˪ɟɎդڂ̿́ڂգʡ˱ǵɂͮʡΞɟդڂʡˍˍڂǵˍǵΰ̿͝ڂɟ͝ͽˍͮڂʡ˱ڂS^Ė�Ǔ^S
ڂ ڂ ɂǵ̿ɟձڂ
ڂ ڂ ǆʎɟ˱̿ڂɟɿɟ̿̿ɟɎ́ڂ́ͮڂͽͮՈ́ɿՈͮ͝ǵͮɟڂɂǵ̿ɟڂʡͮʎڂġɟɎʡɂǵʡɎհڂɟ˱͝ͽ̿ɟڂ�HHƣż�Ɨ^ڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂʡ̵́̿͝ڂΞʡɎɟɎڂǵ˱Ɏͮڂʎɟڂ
ڂ ڂ ́ͽͮՈ́ɿՈͮ͝ǵͮɟ̵́̿ڂΞʡɎɟ̿ڂʡ͝ڂɟ˱̿́ˍˍɟɎڂʡͮʎͮڂʎǵͮͮ͝ڂǵͮɟ՟͝ ڂʄ̿ǵ˪ձ̵́̿ڂġɟɎʡɂǵʡɎڂ
ڂ ڂ ڂ ڂ́ H́˱ͮǵɂͮͮڂʎɟ́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂɂˍʡ˱ʡɂ̵̿ڂʡ́̿ͮڂ́ͮڂʎɟ̿ڂɟɿɟ̿̿ǵˍڂȻɟʡ˱ʄ̵ڂˍǵɂɟɎ͝ڂ́ͮڂɟɟͮڂʎɟ̵́̿ڂΞʡɎɟ̿Բ͝Գڂǵ̿ɟڂɟ˱̿́ˍˍɟɎձڂ
ڂ ڂ ڂ ڂ ڂ Քڂ Äڂ�ĩľƗհͮڂʎɟ́ڂͽͮՈ́ɿՈͮ͝ǵͮɟͮڂɟǵ˪ڂʡˍˍڂ˱ɟɟɎڂ́ͮڂɂ́˪̵ˍɟͮɟͮڂʎʡ͝ڂɟ˱̿́ˍˍ˪ɟ˱ͮڂ@^�ľż^ڂǵ̵̵́ʡ˱ͮ˪ɟ˱ͮ͝ڂ̿́ڂ
ڂ ڂ ڂ ڂ ڂ ڂ ͮɟͮ͝͝հ͝ڂͽɂʎڂǵ͝ڂʡ˪ǵʄʡ˱ʄհڂɂǵ˱ڂȻɟ͝ڂɂʎɟɎͽˍɟɎڂǵͮڂǵ˱́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂˍ́ɂǵͮʡ́˱ձڂ
ڂ ڂ ڂ ڂ ڂ Քڂ Ɨʎʡ͝ڂʄ́ɟ͝ڂɿ́̿ڂɟΞɟ̿ΰڂʡ˱ɎʡΞʡɎͽǵˍ̵͝ڂɟɂʡǵˍʡͮͮ͝ڂʎǵͮڂʡˍˍڂȻɟ͝ڂɟɟʡ˱ʄڂΰ́ͽڂ̿́ڂΰ́ͽ̿ڂɂʎʡˍɎձڂ
ڂ ڂ ڂ ڂ ڂ Քڂ ǆʎΰڂɎ́ɟͮ͝ڂʎʡ͝ڂ˪ǵͮͮɟ̿ԬڂÄɿͮڂʎɟ͝ɟڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ̿ɟ̵̵́̿ڂͮ́˱ڂɟ̿ˍΰڂɟ˱̿́ˍˍɟɎհڂɂˍǵʡ˪͝ڂʡˍˍڂȻɟڂɎɟ˱ʡɟɎհڂ
ڂ ڂ ڂ ڂ ڂ ڂ ǵ˱Ɏͮڂʎɟڂʡ˱ͮ͝ʡͮͽͮʡ́˱ڂʡˍˍڂͮ́˱ڂʄɟ̵ͮڂǵʡɎڂɿ́̿͝ڂɟ̿Ξʡɂɟ̿͝ڂɟ˱Ɏɟ̿ɟɎձڂ
ڂ ڂ ڂ ڂ ڂ Քڂ ڂ˱́ڂɎ́˱ɟڂɟ̿ˍΰ̵̵́̿ڂͮ́˱ڂʡ͝ڂʎʡͮ͝ڂʡɿڂʡ͝͝ͽɟնڂ˱ǵڂȻɟڂ́͝ˍǵڂǵΰ˪ڂʎʡͮ͝ڂʡ˱͝ͽ̿ǵ˱ɂɟհڂˍɂ́˪˪ɟ̿ɂʡǵڂʡͮʎڂʎ́͝ɟͮڂ̿́�
      the front-end, insurance can deny service all together and leave you with the entire bill to be 
ڂ ڂ ڂ ڂ ڂ ڂ ̵ǵʡɎڂǵ͝ڂգ́ͽͮ́ڂɿڂ˱ɟͮ́̿˅ձդڂ
ڂ ڂ ƣ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂʎǵͮڂΰ́ͽ̿ڂˍ́ɂǵˍڂʎɟǵˍͮʎɂǵ̿ɟͮڂɟǵ˪ڂɂǵ˱̵́̿ڂΞʡɎɟڂΞɟ̿͝ͽ͝ڂʎǵͮڂΰ́ͽڂɂǵ˱ڂɂ́˪̵ˍɟͮɟڂǵͮͮڂʎɟ́ڂͽͮՈ́ɿՈͮ͝ǵͮɟڂ
ڂ ڂ ɂˍʡ˱ʡɂձ͝ڂˍˍ�ڂɟ̿Ξʡɂɟ͝ڂ́ͮڂȻɟڂɂ́˪̵ˍɟͮɟɎ́ڂͽͮ́ڂɿͮ͝ڂǵͮɟڂ˱ɟɟɎڂ́ͮڂȻɟڂɎ́ɂͽ˪ɟ˱ͮɟɎͮڂ˱́ڂʎɟ̿ڂɟɿɟ̿̿ǵˍڂɿ́̿˪́ڂ́ͮڂȻͮǵʡ˱ڂ
ڂ ڂ ʡ˱͝ͽ̿ǵ˱ɂɟڂǵ̵̵̿́Ξǵˍͮڂ˱́ڂʎɟڂɿ̿́˱ͮڂɟ˱Ɏձ
ڂ ڂ ڂ ڂ́ ^ǃ^żǓƗ Äĩڂ�˪ͽͮ͝ڂȻɟڂǵ̵̵̿́ΞɟɎڂȻΰͮڂʎɟͮ͝ڂǵͮɟ́ڂɿ̿ڂɟ͝ʡɎɟ˱ɂΰ՟͝ ڂ˱ɂǵڂɂǵ̿ɟڂͽͮՈ́ɿՈͮ͝ǵͮɟ́ڂȻɟɿ́̿ɟڂʡ˱͝ͽ̿ǵ˱ɂɟڂ
ڂ ڂ ڂ ڂ ȻɟڂʄʡΞɟ˱ձڂġ́ͮ́͝ڂɿͮڂʎʡ͝ڂʡ͝ڂɎ́˱ɟڂȻɟʎʡ˱Ɏͮڂʎɟ͝ڂɂɟ˱ɟ͝ڂǵ˱Ɏڂɿǵ˪ʡˍʡɟ͝ڂǵ̿ɟڂͽ͝ͽǵˍˍΰڂͽ˱ǵǵ̿ɟ́ڂɿͮڂʎʡ̵́̿͝ڂɂɟ͝͝հڂȻͽͮڂ
ڂ ڂ ڂ ڂ ʡͮڂʡ͝ڂǵڂɂ́˪˪́˱̿ڂɟǵ́͝˱ڂʎΰͮڂʎʡ˱ʄ͝ڂʄɟͮڂɎɟ˱ʡɟɎڂգˍǵͮ͝ڂ˪ʡ˱ͽͮɟձդڂŴɟ̿ڂġɟɎʡɂǵʡɎڂʄͽʡɎɟˍʡ˱ɟ͝հڂ˪ǵ˱ΰ̵́̿ڂɂɟɎͽ̿ɟ͝ڂ
ڂ ڂ ڂ ڂ ǵ˱Ɏͮڂɟͮ͝͝ڂɂǵ˱˱́ͮڂɟΞɟ˱̿ڂɟɂɟʡΞɟ̵̿ڂʡ́̿ڂǵͽͮʎ́̿ʡφǵͮʡ́˱ڂ́́ͮڂɿǵ̿ڂʡ˱ڂǵɎΞǵ˱ɂɟڂȻɟɿ́̿ɟڂǵͮڂɟͮ͝ձڂƗʎͽ͝հڂΰ́ͽڂɂǵ˱˱́ͮڂ
ڂ ڂ ڂ ڂ ʎǵΞɟ́͝ڂ˪ɟͮʎʡ˱ʄ̵̿ڂɟՈǵͽͮʎ́̿ʡφɟɎڂʡ˱̵̿�ڂʡˍڂɿ́̿ڂǵ˱ڂɟ˱ɂ́ͽ˱ͮɟ̿ڂʡ˱ڂĩ́Ξɟ˪Ȼɟ ձ̿ڂġ́ͮ͝ڂʡ˱ͮ͝ʡͮͽͮʡ́˱͝ڂʎǵΞɟڂǵ̵́ڂˍʡɂΰڂ
ڂ ڂ ڂ ڂ ڂ˱ǵڂȻɟɿ́̿ɟڂɎǵΰ͝ڂԎՔԆԊڂ˅ǵ̵ɟ̵̿́̿ڂˍɟՈǵ̵̵̿́Ξǵ̵̿ڂɿ́ڂ˱ͽȻ˪ʡ͝͝ʡ́͝ڂʎɟͮڂ˱Ȼɟʄʡڂʎɟΰͮڂΰ̵ʡɂǵˍˍΰհͮڂʎʡ͝նͮڂ˱́
ڂ ڂ ڂ ڂ ǵ̵̵́ʡ˱ͮ˪ɟ˱ͮձڂƗʎʡ͝ڂʡ͝ڂʎΰڂʡͮ՟͝ ڂΰ́ͽڂ˱ʡ˱ɿ́̿˪ǵͮʡ́ڂʎɟͮڂ˱ʡڂǵɂɂͽ̿ǵɂΰڂɟ̿ɿɟɂ̵ͮڂɟ˱͝ͽ̿ɟڂ́ͮڂͮ˱ʡ˪̵́̿ͮǵڂΞɟ̿ΰڂ
ڂ ڂ ڂ ڂ ̵̿́ΞʡɎɟڂԲˍ́ɂǵˍ̵́̿ڂΞʡɎɟ̿ڂ˱ǵ˪ɟհڂʡ˱͝ͽ̿ǵ˱ɂɟڂʡ˱ɿ́̿˪ǵͮʡ́˱հڂɟͮɂձԳձڂ

10 ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Tips to mitigate issues
ġɟɎʡɂǵͮʡ́˱ڂɎɟ˱ʡǵˍ͝ڂȻΰڂʡ˱͝ͽ̿ɟ̿͝ڂǵ̿ɟڂǵ˱ڂͽ˱ɿ́̿ͮͽ˱ǵͮɟ̿ڂɟǵˍʡͮΰͮڂʎǵͮڂɂǵ˱́ڂɂɂͽ ձ̿ڂÄͮڂʡ͝ڂʎɟˍ̵ɿͽˍڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂʎΰڂ˪ǵ˱ΰڂɎɟ˱ʡ-
ǵˍ͝ڂǵ̿ɟڂ˪ǵɎɟڂǵ˱Ɏڂʎǵͮڂɂǵ˱ڂȻɟڂɎ́˱ɟ̵̿ڂ́ͮڂɟΞɟ˱ͮͮڂʎɟ˪ձڂƣ͝ͽǵˍˍΰհڂ˪ɟɎʡɂǵͮʡ́˱ڂɎɟ˱ʡǵˍ͝ڂǵ̿ɟڂǵ́͝͝ɂʡǵͮɟɎڂʡͮʎڂǵڂ˪ɟɎʡɂǵͮʡ́˱ڂ
ͮʎǵͮڂʡ͝ڂͮ́˱ڂɂ́Ξɟ̿ɟɎڂͽ˱Ɏɟ̿ڂΰ́ͽ̿ڂɂͽ̿̿ɟ˱ͮڂɎ̿ͽʄ̵ڂˍǵ˱հڂǵˍ́͝ڂ˅˱́˱ڂǵ͝ڂǵڂɿ́̿˪ͽˍǵ̿ΰ̵ڂ̿́ڂʎǵ̿˪ǵɂΰڂɎ̿ͽʄڂˍʡͮ͝ڂԲŴSĖԼձڂƗʎɟ͝ɟڂˍʡͮ͝͝ڂ
ʡˍˍڂǵˍ́͝ڂˍɟͮڂΰ́ͽڂ˅˱́ڂʎǵͮͮڂʡɟ̿ڂ˪ɟɎʡɂǵͮʡ́˱͝ڂǵ̿ɟڂǵ˱ɎڂʎǵͮڂʡˍˍڂȻɟ̿ڂɟ̻ͽʡ̿ɟɎڂ́ͮڂǵ̵̵̿́Ξɟڂΰ́ͽ̿ڂ˪ɟɎʡɂǵͮʡ́˱ձڂÄɿڂΰ́ͽڂǵ̿ɟڂʡ˱ڂ
ǵ͝ڂʡͮͽǵͮʡ́˱ڂʎɟ̿ɟڂΰ́ͽ̿ڂ˪ɟɎʡɂǵͮʡ́˱͝ڂʎǵΞɟڂȻɟɟ˱ڂɎɟ˱ʡɟɎհڂɎ̵́ڂͮ́˱ڂǵ˱ʡɂձڂ ɟ̿ɟڂǵ̿ɟ́͝ڂ˪ɟڂʎɟˍ̵ɿͽˍͮ͝ڂɟ̵͝ڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎɟڂ
Ɏɟ˱ʡǵˍձڂ
ڂ ԆձڂHǵˍˍڂΰ́ͽ̿ڂʡ˱͝ͽ̿ǵ˱ɂɟڂɂ́˪̵ǵ˱ΰڂ́ͮڂɂˍǵ̿ʡɿΰڂʎΰͮڂʎɟڂ˪ɟɎʡɂǵͮʡ́˱ڂǵ͝ڂɎɟ˱ʡɟɎձ
ڂ ڂ ǵձڂ ǆɟ̿ɟͮڂʎɟ̿ɟڂǵ˱ΰڂɂ́Ξɟ̿ǵʄɟ̿ڂɟͮ̿͝ʡɂͮʡ́˱͝Ԭڂľ˱ɟ͝ڂͽɂʎ̿ڂɟͮ̿͝ʡɂͮʡ́˱ڂ˪ǵΰڂȻɟڂǵ̵̿ڂʡ́̿ڂǵͽͮʎ́̿ʡφǵͮʡ́˱ڂԲŴ�ԼձڂƗʎɟڂŴڂ�
ڂ ڂ ڂ ǵ̵̵̿́Ξǵˍ̵́̿ڂɂɟ͝͝ڂ˱́ڂǵΞɟ̿ǵʄɟڂʡ͝ڂԎԇڂʎ́ͽ̿͝ձڂƣ̿ʄɟ˱ͮڂŴ̿ڂ�ɟ̻ͽɟͮ͝͝ڂ˪ǵΰڂȻɟڂɂ́˪̵ˍɟͮɟɎڂʡͮʎʡ˱ڂԇԊڂʎ́ͽ̿͝ձڂ
ڂ ڂ Ȼձڂ Äͮ͝ڂʎɟ̿ɟڂǵ˱ڂɟ˪ɟ̿ʄɟ˱ɂΰڂɿʡˍˍ̵ͮ́ڂʡ́˱ڂʎʡˍɟͮڂʎɟڂɎɟ˱ʡǵˍڂʡ͝ڂȻɟʡ˱ʄڂǵ̵̵̿́ΞɟɎԬ
ڂ ڂ ɂձڂ Äͮ͝ڂʎɟ̿ɟڂǵ̻ڂͽǵ˱ͮʡͮΰ̿ڂɟͮ̿͝ʡɂͮʡ́˱ԬڂƗʎʡ͝ڂʡͮ͝ڂʎɟڂǵ˪́ͽ˱ͮڂԲ˱ͽ˪Ȼɟ̿́ڂɿ̵ڂʡˍˍ͝հڂɿ́̿ڂɟΫǵ˪̵ˍɟԳ́ڂɿڂ˪ɟɎʡɂǵͮʡ́˱ڂ
ڂ ڂ ڂ ̵̿ɟ͝ɂ̿ʡȻɟɎձڂƉ́˪ɟ̵ڂˍǵ˱͝ڂʡˍˍ́ڂ˱ˍΰڂɂ́Ξɟ̿ڂǵڂɂɟ̿ͮǵʡ˱ڂǵ˪́ͽ˱̵ͮڂɟ̿ڂ˪́˱ͮʎձڂ
ڂ ڂ Ɏձڂ Śɟͮ͝ڂʎʡ͝ڂ˪ɟɎʡɂǵͮʡ́˱̿ڂɟ̻ͽʡ̿ɟͮ͝ڂɟ̵ͮڂʎɟ̿ǵ̵ΰԬڂ
ڂ ԇձڂÄͮ͝ڂʎʡ͝ڂ˪ɟɎʡɂǵͮʡ́˱ڂʡ˱ɂˍͽɎɟɎڂʡ˱ͮڂʎɟڂɿ́̿˪ͽˍǵ̿ΰڂԲ́̿ڂŴSĖԼԬڂÄɿڂ˱́ͮհڂʎǵͮڂǵ̿ɟͮڂʎɟڂɿ́̿˪ͽˍǵ̿ΰڂɟΫɂɟ̵ͮʡ́˱ͮ͝ڂ́ͮڂʎʡ͝ڂ
ڂ ڂ ˪ɟɎʡɂǵͮʡ́˱ڂ˱́ڂΰ́ͽ̵̿͝ڂɟɂʡɿʡɂ̵ڂˍǵ˱Ԭ
ڂ ԉձڂÄͮ͝ڂʎɟ̿ɟڂǵ˱ڂǵˍͮɟ̿˱ǵͮʡΞɟͮڂ́ͮڂʎʡ͝ڂ˪ɟɎʡɂǵͮʡ́˱ͮڂʎǵͮڂʡˍˍڂȻɟڂɂ́Ξɟ̿ɟɎԬڂ̿́�ڂɟΫǵ˪̵ˍɟհڂʎɟ˱ڂΰ́ͽ̵̿́̿ڂΞʡɎɟ̵̿̿ڂɟ͝ɂ̿ʡȻɟ͝
ڂ ڂ ͮʎɟڂȻ̿ǵ˱Ɏڂ˱ǵ˪ɟڂԲƉǵȻ̿ʡˍ֣ԳհڂȻͽͮڂΰ́ͽ̵̿ڂˍǵ˱ڂʡˍˍ́ڂ˱ˍΰڂɂ́Ξɟ̿ڂʄɟ˱ɟ̿ʡɂڂԲΞʡʄǵȻǵͮ̿ʡ˱ԳձڂÄɿͮڂʎʡ͝͝ڂͽȻͮ͝ʡͮͽͮʡ́˱ڂʡ͝ڂǵˍˍ́ɟɎհڂ
ڂ ڂ ͮʎɟ˱ڂɂǵˍˍڂΰ́ͽ̵̿̿ڂɟ͝ɂ̿ʡȻʡ˱ʄ̵́̿ڂΞʡɎɟ̿́͝ڂɿɿʡɂɟڂ́ͮڂˍɟͮͮڂʎɟ˪ڂ˅˱́ڂǵ͝ڂ˱́́͝ڂǵ̵́͝͝͝ڂʡȻˍɟձڂĩɟΞɟ̿ڂǵ͝͝ͽ˪ɟڂΰ́ͽ̿ڂ
ڂ ڂ ̵̿́ΞʡɎʡ˱ʄ́ڂɿɿʡɂɟڂʡˍˍڂȻɟڂ˱́ͮʡɿʡɟɎ́ڂɿͮڂʎʡ͝ڂɎɟ˱ʡǵˍڂʡ˱ڂǵͮڂʡ˪ɟˍΰڂ˪ǵ˱˱ɟ ձ̿ڂ
ڂ Ԋձ̿�ڂɟڂɂ́˪̵́ͽ˱ɎɟɎڂ˪ɟɎʡɂǵͮʡ́˱͝ڂɂ́Ξɟ̿ɟɎڂͽ˱Ɏɟ̿ͮڂʎɟڂɂͽ̿̿ɟ˱̵ͮڂˍǵ˱ڂɿ́̿ڂգ́ɿɿՈˍǵȻɟˍդڂͽ͝ɟԬڂH́˪̵́ͽ˱ɎɟɎڂ˪ɟɎʡɂǵͮʡ́˱͝ڂ
  are ones that undergo a transformation within the pharmacy to change their delivery method – for example,
  a medication typically taken in its pill form may be ground up into a fine powder and reconstituted as a 
ڂ ڂ Ɏ̿ʡ˱˅ǵȻˍɟڂˍʡ̻ͽʡɎձڂ

^˪ɟ̿ʄɟ˱ɂΰڂ˪ɟɎʡɂǵͮʡ́˱ڂ˱ɟɟɎ͝ڂԲʎɟˍ̵ԨԼ: One way to prevent delays in medication refills is keeping track of when your 
medications can be refilled and starting the refill process as soon as you can, which may include needing another 
̿́ͽ˱Ɏ́ڂɿ̵̿ڂʡ́̿ڂǵͽͮʎ́̿ʡφǵͮʡ́˱ձڂ ́ɟΞɟ հ̿ڂɟΞɟ˱ͮڂʎɟ̵̿ڂͮ́͝˪ڂɟɂʡ͝ɟ̵ڂˍǵ˱˱ʡ˱ʄڂ˪ǵΰ̵̿ڂͮ́˱ڂɟΞɟ˱ͮ̿ڂͽ˱˱ʡ˱ʄڂˍ́ڂ˱́ڂ˪ɟɎʡɂǵͮʡ́˱հڂ
ɂ̿ɟǵͮʡ˱ʄڂǵڂɎʡɿɿʡɂͽˍͮ͝ڂʡͮͽǵͮʡ́˱́ڂͽͮ͝ʡɎɟ́ڂɿڂΰ́ͽ̿ڂɂ́˱ͮ̿́ˍձڂÄͮڂʡ͝ڂɟ͝͝ɟ˱ͮʡǵˍڂ́ͮڂ˅˱́ڂʎ́́ڂ́ͮڂΞɟ̿ɂ́˪ɟͮڂʎʡ͝ڂǵ͝ڂ˱́́͝ڂǵ̵́͝͝͝ڂʡȻˍɟձڂ
Have a clear plan discussed with your prescribing provider at the time new medications are prescribed to what you 
͝ʎ́ͽˍɎڂɎ́ڂʡ˱ڂɂǵ͝ɟڂΰ́ͽڂɿʡ˱Ɏڂΰ́ͽ̿͝ɟˍɿڂʡ˱ͮڂʎɟ͝ڂʡͮͽǵͮʡ́˱ձڂġǵ˱ΰڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂɟ˱Ɏڂͽ̵ڂʡ˱ͮڂʎʡ͝͝ڂʡͮͽǵͮʡ́˱ڂͽ͝ͽǵˍˍΰڂɿ̿́˪ڂǵ̵́̿ڂ-
ˍ́˱ʄɟɎ̵̿ڂʡ́̿ڂǵͽͮʎ́̿ʡφǵͮʡ́˱̵́̿ڂɂɟ͝͝ڂ̿́ڂɿ̿́˪ڂǵ˱ڂͽ˱ɟΫ̵ɟɂͮɟɎڂɎɟ˱ʡǵˍձڂżǵ̿ɟˍΰհڂˍʡɿɟ͝ǵΞʡ˱ʄڂ˪ɟɎʡɂǵͮʡ́˱͝ڂɂǵ˱ڂɟΫ̵ɟ̿ʡɟ˱ɂɟڂǵڂ
Ɏ̿ͽʄ͝ڂʎ́̿ͮǵʄɟձڂġɟɎʡɂǵͮʡ́˱ڂɎ̿ͽʄ͝ڂʎ́̿ͮǵʄɟ͝ڂǵ̿ɟ̿ͮڂǵɂ˅ɟɎڂȻΰͮڂʎɟڂ�S�հ̵ڂˍɟǵ͝ɟ̿ڂɟɿɟ̿ɟ˱ɂɟͮڂʎɟڂ�Sڂ�Ɖʎ́̿ͮǵʄɟ̿͝ڂɟ́͝ͽ̿ɂɟڂʡ˱ڂ
ͮʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ڂɿ́̿ڂǵ˱ڂͽ̵Ոͮ́ՈɎǵͮɟڂˍʡͮ͝ձ

Medication assistance
ġǵ˱ΰڂ˪ɟɎʡɂǵͮʡ́˱͝ڂʎǵΞɟڂɂ́Ո̵ǵΰڂǵ͝͝ʡͮ͝ǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪͝ڂɿ́̿ͮڂʎ́͝ɟڂʎ̻́ڂͽǵˍʡɿΰձڂ�ɟ˱ɟ̿ǵˍˍΰհڂɂ́Ո̵ǵΰڂǵ͝͝ʡͮ͝ǵ˱ɂɟڂʡ͝ڂɿ́̿ڂɂ́˪-
˪ɟ̿ɂʡǵˍڂʡ˱͝ͽ̿ǵ˱ɂɟ̵ڂˍǵ˱͝ձڂ ́ɟΞɟ հ̿ڂɎ̿ͽʄڂ˪ǵ˱ͽɿǵɂͮͽ̿ɟ̿͝ڂ˪ǵΰڂǵˍ́͝ڂʎǵΞɟ̵ڂǵͮʡɟ˱ͮڂǵ͝͝ʡͮ͝ǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪͝ڂԲŴ�Ŵ͝Գڂɿ́̿ͮڂʎ́͝ɟڂ
ʎ́ڂǵ̿ɟͮ͝ڂʡˍˍڂʡ˱ڂ˱ɟɟɎ́ڂɿڂɿʡ˱ǵ˱ɂʡǵˍڂǵ͝͝ʡͮ͝ǵ˱ɂɟձڂǆʎʡˍɟͮڂʎɟ͝ɟ̵́̿ڂʄ̿ǵ˪́͝ڂɿͮɟ˱ڂˍʡ˪ʡͮͮڂʎɟͮ́ͮڂǵˍڂǵ˪́ͽ˱ͮͮڂʎǵͮڂǵ˱ڂʡ˱ɎʡΞʡɎͽǵˍڂɂǵ˱ڂ
ͽͮʡˍʡφɟ̵ڂɟ̿ڂΰɟǵ հ̿ڂʡͮڂʡ͝ڂʎɟˍ̵ɿͽˍڂ́ͮڂ˅˱́ڂʎǵ̵ͮͮ́ڂʡ́˱͝ڂǵ̿ɟڂǵΞǵʡˍǵȻˍɟձڂH́Ո̵ǵΰڂǵ͝͝ʡͮ͝ǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪͝ڂǵ̿ɟͮڂΰ̵ʡɂǵˍˍΰڂɿ́̿ڂ˪ɟɎʡ-
ɂǵͮʡ́˱ͮ͝ڂʎǵͮڂǵ̿ɟڂȻ̿ǵ˱Ɏڂ˱ǵ˪ɟڂʡͮʎڂ́˱ڂʄɟ˱ɟ̿ʡɂڂɟ̻ͽʡΞǵˍɟ˱ͮڂǵΞǵʡˍǵȻˍɟձڂľɿͮɟ˱հڂΰ́ͽ̵̿̿ڂɟ͝ɂ̿ʡȻʡ˱ʄ̵́̿ڂΞʡɎɟ̵̿͝ڂ̿́ڂɟɂʡǵˍͮΰ̵ڂʎǵ̿-
macist can help direct how to get set up for this type of program, but they cannot do everything for you because 
̵ɟ̿́͝˱ǵˍڂɿʡ˱ǵ˱ɂʡǵˍڂʡ˱ɿ́̿˪ǵͮʡ́˱͝ڂͽɂʎڂǵͮ͝ڂǵΫ̿ڂɟͮͽ̿˱͝ڂ˪ǵΰڂȻɟ̿ڂɟ̻ͽʡ̿ɟɎձ

ƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɎ́ɟ̵́̿͝ڂͮ́˱ڂΞʡɎɟڂɎʡ̿ɟɂͮڂɿʡ˱ǵ˱ɂʡǵˍ͝ڂͽ̵̵́̿ͮձڂ ́ɟΞɟ հ̿ڂɟڂɎ́ڂǵɎΞ́ɂǵͮɟ̵́̿ڂǵɂͮʡΞɟˍΰ͝ڂɟɟ˅ʡ˱ʄ̵̵̿́́ڂ-
ͮͽ˱ʡͮʡɟ͝ڂɿ́̿́ڂͽ̿ڂɂ́˪˪ͽ˱ʡͮΰڂ́ͮڂͽͮʡˍʡφɟڂʎɟˍ̵ڂʡͮʎڂɎ̿ͽʄڂɂ́Ξɟ̿ǵʄɟڂʡͮʎڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂǵ͝͝ʡͮ͝ǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪͝ձڂŴˍɟǵ͝ɟ͝ڂɟɟͮڂʎɟڂ
Pharmacy Resource Section in the Medical Challenges section of the TSC Navigator for the most up-to-date assis-
ͮǵ˱ɂɟ̵ͮ́ڂʡ́˱͝ձڂ

Additionally, the TSC Alliance has partnered with DiRx, an online digital pharmacy platform focused on generic med-
ʡɂʡ˱ɟڂǵɂɂɟ͝͝ڂǵ˱Ɏڂǵɿɿ́̿ɎǵȻʡˍʡͮΰձڂƗʎʡ̵́̿͝ڂʄ̿ǵ˪ڂͽͮʡˍʡφɟ͝ڂʄɟ˱ɟ̿ʡɂڂɿ́̿˪ͽˍǵͮʡ́˱́͝ڂɿڂ˪ɟɎʡɂǵͮʡ́˱͝ڂ˱́ڂǵڂɂǵ͝ʎڂȻǵ͝ʡ́͝ڂ˱ˍΰձڂ̿́�ڂ
those who struggle with access or delays due to insurance or prior authorization, this program may offer an alter-
˱ǵͮʡΞɟձڂŴ̿́ʄ̿ǵ˪ͮ͝ڂʎǵͮ̿ڂɟ̻ͽʡ̿ɟڂżʡ͝˅ڂ^Ξǵˍͽǵͮʡ́˱ڂǵ˱Ɏڂġʡͮʡʄǵͮʡ́˱ڂƉͮ̿ǵͮɟʄʡɟ͝ڂԲż^ġƉԼհ͝ڂͽɂʎڂǵ͝ڂΞʡʄǵȻǵͮ̿ʡ˱հڂǵ̿ɟڂɂͽ̿̿ɟ˱ͮˍΰڂͮ́˱ڂ
ǵΞǵʡˍǵȻˍɟͮڂʎ̿́ͽʄʎͮڂʎʡ̵́̿͝ڂʄ̿ǵ˪ձڂƗ́ڂɿʡ˱Ɏ́ڂͽͮڂ˪́̿ɟڂ̿́ڂʡɿڂΰ́ͽڂʎǵΞɟڂǵ˱ΰ̻ڂͽɟͮ͝ʡ́˱͝հ̵ڂˍɟǵ͝ɟڂɂ́˱ͮǵɂͮڂSʡżΫڂɂͽͮ́͝˪ɟ̿͝ڂɟ̿Ξʡɂɟڂ
ǵͮڂԆՔԏԎԎՔԉԍԎՔԉԊԎԐձ

11ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Clinical trials and research opportunities

What is a clinical trial?
ڂʎɟͮڂɎɟͮɟ̿˪ʡ˱ɟڂ́ͮڂɎɟ͝ʡʄ˱ɟɎڂΞ́ˍͽ˱ͮɟɟ̿͝ڂ˱ʎͽ˪ǵڂͽ͝ʡ˱ʄڂͽɎΰͮ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂǵڂʡ͝ڂɟ͝ɟǵ̿ɂʎԳ̿ڂˍɂˍʡ˱ʡɂǵڂɂǵˍˍɟɎڂ́͝ˍԲǵڂˍʡǵ̿ͮڂˍɂˍʡ˱ʡɂǵڂ�
͝ǵɿɟͮΰڂǵ˱ɎڂɟɿɿɟɂͮʡΞɟ˱ɟ́͝͝ڂɿڂǵڂɎ̿ͽʄհڂȻʡ́ˍ́ʄʡɂڂԲ͝ͽɂʎڂǵ͝ڂǵڂΞǵɂɂʡ˱ɟԳհڂɎɟΞʡɂɟڂԲ͝ͽɂʎڂǵ͝ڂǵ̵ͮ́̿͝ڂʎɟ͝ʡ͝Գͮ́ڂ̿́ڂʎɟ̿̿ͮڂɟǵͮ˪ɟ˱ͮڂ
ڂʎǵͮͮڂͮ͝˱ɟǵͮ˪ɟ̿ͮڂɿʡ˱Ɏڂ́ͮڂǵΰڂǵɿɟͮ͝͝ڂǵ˱Ɏڂɿǵͮ͝ɟͮ͝ڂʎɟͮڂǵ̿ɟڂ͝ˍʡǵ̿ͮڂˍɂˍʡ˱ʡɂǵڂɂ́˱ɎͽɂͮɟɎڂHǵ̿ɟɿͽˍˍΰڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱ձڂˍȻɟʎǵΞʡ́̿ǵڂ̿́
́̿˅ڂʡ˱̵ڂɟ̵́ˍɟڂǵ˱Ɏڂ˪ɟͮʎ́Ɏ͝ڂ́ͮڂʡ˪̵̿́ΞɟڂʎɟǵˍͮʎձڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱ǵˍ̿ͮڂʡǵˍ͝ڂɎɟͮɟ̿˪ʡ˱ɟڂʎɟͮʎɟ̿ڂɟΫ̵ɟ̿ʡ˪ɟ˱ͮǵˍ̿ͮڂɟǵͮ˪ɟ˱ͮ͝ڂ̿́ڂ
˱ɟڂǵΰ́͝ڂɿڂͽ͝ʡ˱ʄڂ˅˱́˱ͮڂʎɟ̿ǵ̵ʡɟ͝ڂǵ̿ɟ͝ڂǵɿɟڂǵ˱ɎڂɟɿɿɟɂͮʡΞɟڂͽ˱Ɏɟ̿ڂɂ́˱ͮ̿́ˍˍɟɎڂɟ˱Ξʡ̿́˱˪ɟ˱ͮ͝ձڂľȻ͝ɟ̿Ξǵͮʡ́˱ǵˍ̿ͮڂʡǵˍ͝ڂǵɎ-
Ɏ̿ɟ͝͝ڂʎɟǵˍͮʎڂʡ͝͝ͽɟ͝ڂʡ˱ڂˍǵ̿ʄɟڂʄ̿́ͽ̵́͝ڂɿ̵ڂɟ̵́ˍɟ̵̵́ڂ̿́ڂͽˍǵͮʡ́˱͝ڂʡ˱ڂ˱ǵͮͽ̿ǵˍ͝ڂɟͮͮʡ˱ʄ͝ձ

Why participate in a clinical trial? 
@ɟɂǵͽ͝ɟڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍ͝ڂǵ̿ɟ̿ڂɟ̻ͽʡ̿ɟɎ́ڂɿڂǵ˱ΰڂ˱ɟͮڂʎɟ̿ǵ̵ΰ̵̿ڂʡ́̿ڂ́ͮڂ�Sڂ�ǵ̵̵̿́Ξǵˍհڂ˪ǵʽ́̿ڂʡ˪̵̿́Ξɟ˪ɟ˱ͮ͝ڂʡ˱ڂʎɟǵˍͮʎڂɂǵ̿ɟڂ
́ͽˍɎڂȻɟڂʡ˪̵́͝͝ʡȻˍɟڂʡͮʎ́ͽͮڂΞ́ˍͽ˱ͮɟɟ̵̿ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ձڂŴǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂʡ˱ڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍ͝ڂɂǵ˱̵ڂˍǵΰڂǵڂ˪́̿ɟڂǵɂͮʡΞɟ́̿ڂˍɟڂʡ˱ͮڂʎɟʡ̿ڂ
own health care, gain access to new investigational treatments before they are widely available and help others by 
ɂ́˱ͮ̿ʡȻͽͮʡ˱ʄڂ́ͮڂ˪ɟɎʡɂǵˍ̿ڂɟ͝ɟǵ̿ɂʎձ

Who can participate in a clinical trial?
ڂ́ͮڂɟ́˱ɟ˪́͝ڂǵˍˍ́ڂʎǵͮͮڂɿǵɂͮ́̿͝ڂƗʎɟڂǵ̿ͮʡɂʡ̵ǵͮɟձ̵ڂ˱ɂǵڂʎ́ڂɟʄǵ̿Ɏʡ˱ʄ̿ڂɂ̿ʡͮɟ̿ʡǵڂǵ˱ɎڂʄͽʡɎɟˍʡ˱ɟ͝ڂʎǵΞɟڂ͝ˍʡǵ̿ͮڂˍɂˍʡ˱ʡɂǵڂˍˍ�
̵ǵ̿ͮʡɂʡ̵ǵͮɟڂʡ˱ڂǵڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍڂʡˍˍڂΞǵ̿ΰڂɿ̿́˪ͮ͝ڂͽɎΰͮ͝ڂ́ͮڂͽɎΰձڂƗʎɟ͝ɟڂʄͽʡɎɟˍʡ˱ɟ͝ڂǵ˱Ɏڂɂ̿ʡͮɟ̿ʡǵڂǵ̿ɟڂɎɟͮɟ̿˪ʡ˱ɟɎڂȻǵ͝ɟɎͮڂ˱́ڂʎɟڂ
goals of the study and include such factors as age, the type and stage of a disease, previous treatment history, and 
́ͮʎɟ̿ڂ˪ɟɎʡɂǵˍڂɂ́˱Ɏʡͮʡ́˱͝ձڂƉ́˪ɟ̿ڂɟ͝ɟǵ̿ɂʎͮ͝ڂͽɎʡɟ͝͝ڂɟɟ˅̵ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂʡͮʎڂʡˍˍ˱ɟ͝͝ɟ͝ڂ̿́ڂɂ́˱Ɏʡͮʡ́˱͝ڂ́ͮڂȻɟͮ͝ڂͽɎʡɟɎڂʡ˱ͮڂʎɟڂ
ɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍհڂʎʡˍɟͮ́ڂʎɟ̿͝ڂ˱ɟɟɎ̵ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂʡͮʎ́ͽͮڂͽ˱Ɏɟ̿ˍΰʡ˱ʄڂʎɟǵˍͮʎڂɂ́˱Ɏʡͮʡ́˱͝ձڂƗʎɟڂɂ̿ʡͮɟ̿ʡǵڂǵ̿ɟڂͽ͝ɟɎڂ́ͮڂʡɎɟ˱ͮʡɿΰڂ
ǵ̵̵̵̿́̿ʡǵͮɟ̵ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂ˱ɟɟɎɟɎڂ́ͮڂǵ˱͝ɟ̿ͮڂʎɟ͝ڂɂʡɟ˱ͮʡɿʡɂ̻ڂͽɟͮ͝ʡ́˱͝ڂȻɟʡ˱ʄڂǵ͝˅ɟɎڂʎʡˍɟڂ˅ɟɟ̵ʡ˱ʄͮڂʎɟ˪͝ڂǵɿɟձڂ

What are the general benefits and risks of participating in a clinical trial?

Benefits: Well-designed and well-executed clinical trials provide the best approach for eligible participants to: 
ڂ ڂŴˍǵΰڂǵ˱ڂǵɂͮʡΞɟ́̿ڂˍɟڂʡ˱ͮڂʎɟʡ̿ڂʎɟǵˍͮʎڂɂǵ̿ɟڂɎɟɂʡ͝ʡ́˱͝ձ
ڂ ڂ�ǵʡ˱ڂǵɂɂɟ͝͝ڂ́ͮڂ˱ɟ̿ڂɟ͝ɟǵ̿ɂʎ̿ͮڂɟǵͮ˪ɟ˱ͮ͝ڂȻɟɿ́̿ɟͮڂʎɟΰڂǵ̿ɟڂʡɎɟˍΰڂǵΞǵʡˍǵȻˍɟձ
ڂ ڂľȻͮǵʡ˱ڂɟΫ̵ɟ̿ͮڂ˪ɟɎʡɂǵˍڂɂǵ̿ɟڂǵͮڂˍɟǵɎʡ˱ʄڂʎɟǵˍͮʎڂɂǵ̿ɟڂɿǵɂʡˍʡͮʡɟ͝ڂɎͽ̿ʡ˱ʄͮڂʎɟ̿ͮڂʡǵˍհڂʎʡɂʎڂʡ͝ڂʄɟ˱ɟ̿ǵˍˍΰڂ˪́̿ɟڂɿ̿ɟ̻ͽɟ˱ͮڂ
ڂ ڂ ǵ˱Ɏͮڂʎ́̿́ͽʄʎͮڂʎǵ˱ͮ͝ڂǵ˱Ɏǵ̿Ɏڂ˪ɟɎʡɂǵˍڂɂǵ̿ɟձ
ڂ ڂ ɟˍ̵ͮ́ڂʎɟ̿͝ڂȻΰڂɂ́˱ͮ̿ʡȻͽͮʡ˱ʄڂ́ͮڂ˪ɟɎʡɂǵˍ̿ڂɟ͝ɟǵ̿ɂʎձڂ

Risks: Clinical trials entail risks, which may include:
ڂ ڂƗʎɟڂɟΫ̵ɟ̿ʡ˪ɟ˱ͮǵˍ̿ͮڂɟǵͮ˪ɟ˱ͮڂ˪ǵΰڂͮ́˱ڂȻɟڂɟɿɿɟɂͮʡΞɟڂɿ́̿ͮڂʎɟ̵ڂǵ̿ͮʡɂʡ̵ǵ˱ͮձ
ڂ ڂƗʎɟͮ͝ڂͽɎΰ̵́ͮ́̿ڂɂ́ˍڂ˪ǵΰ̿ڂɟ̻ͽʡ̿ɟڂ˪́̿ɟͮڂʡ˪ɟڂɂ́˪˪ʡͮ˪ɟ˱ͮͮڂʎǵ˱ͮ͝ڂǵ˱Ɏǵ̿Ɏ̿ͮڂɟǵͮ˪ɟ˱ͮ͝ڂǵˍ̿ɟǵɎΰڂǵΞǵʡˍǵȻˍɟձڂƗʎɟ͝ɟڂ
  may include increased frequency of trips to the study site, hospital stays, missed time from work and time 
ڂ ڂ ɂ́˱ͮ̿͝ǵʡ˱ͮ͝ڂʡͮʎͮ́ڂʎɟ̿ڂɿǵ˪ʡˍΰڂɎΰ˱ǵ˪ʡɂ͝ձ
ڂ ڂƗʎɟ̿ɟڂ˪ǵΰڂȻɟڂͽ˱̵ˍɟǵ͝ǵ˱ͮհ͝ڂɟ̿ʡ́ͽ͝ڂ̿́ڂɟΞɟ˱ڂˍʡɿɟՈͮʎ̿ɟǵͮɟ˱ʡ˱ʄ͝ڂʡɎɟڂɟɿɿɟɂͮ͝ڂ́ͮڂɟΫ̵ɟ̿ʡ˪ɟ˱ͮǵˍ̿ͮڂɟǵͮ˪ɟ˱ͮձڂ

Where do I find a clinical trial for TSC?
ڂձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄɂˍʡ˱ʡɂǵˍͮ̿ʡǵˍ͝ձڂΞʡ͝ʡͮڂʡǵˍ͝հ̿ͮڂˍɂˍʡ˱ʡɂǵڂͮ˱ɂͽ̿̿ɟڂɿ́ڂʡͮ͝ˍڂǵڂ̿́�

Where can I get more general information about clinical trials?
ƗʎɟڂƣձƉձڂĩǵͮʡ́˱ǵˍڂĖʡȻ̿ǵ̿ΰ́ڂɿڂġɟɎʡɂʡ˱ɟڂ˪ǵʡ˱ͮǵʡ˱͝ڂɂˍʡ˱ʡɂǵˍͮ̿ʡǵˍ͝ձʄ́Ξհڂʎʡɂʎڂˍʡͮ̿͝͝ڂɟ͝ɟǵ̿ɂʎͮ͝ڂͽɎʡɟ̿͝ڂɟɂ̿ͽʡͮʡ˱ʄڂʎͽ˪ǵ˱ڂ
Ξ́ˍͽ˱ͮɟɟ̿͝ڂʡ˱ͮڂʎɟڂƣ˱ʡͮɟɎڂƉͮǵͮɟ͝ڂǵ˱Ɏڂ˪́̿ɟͮڂʎǵ˱ڂԇԅԅͮ́ڂʎɟ̿ڂɂ́ͽ˱ͮ̿ʡɟ͝ձڂƗʎɟ͝ڂʡͮɟڂǵˍ̵́́̿͝ڂΞʡɎɟ͝ڂˍʡ˱˅ͮ́͝ڂ́ͮڂʎɟ̿ڂͽ͝ɟɿͽˍڂ
̿ɟ́͝ͽ̿ɂɟ͝հ͝ڂͽɂʎڂǵ͝մڂ
ڂ ڂ�ڂʄˍ́͝͝ǵ̿ΰ́ڂɿͮڂɟ̿˪͝ڂͽ͝ɟɎͮڂ˱́ڂʎɟڂHˍʡ˱ʡɂǵˍƗ̿ʡǵˍ͝ձʄ́ΞڂɟȻ͝ʡͮɟձڂ
ڂ ڂġɟɎˍʡ˱ɟŴˍͽ֣͝հͮڂʎɟڂĩǵͮʡ́˱ǵˍڂÄ˱ͮ͝ʡͮͽͮɟ́͝ڂɿڂ ɟǵˍͮʎ՟͝ ڂɂ́˱Ɏʡͮʡ́˱͝հڂɎʡ͝ɟǵ͝ɟ͝հڂǵȻ́ͽͮڂ˱ʡ˱ɿ́̿˪ǵͮʡ́ڂΞʡɎɟ̵́̿͝ڂɟȻ͝ʡͮɟڂ
ڂ ڂ ǵ˱Ɏڂɟˍˍ˱ɟ͝͝ڂʡ͝͝ͽɟ͝ձ
ڂ ڂĩÄ ڂġɟɎˍʡ˱ɟŴˍͽ͝ڂġǵʄǵφʡ˱ɟհڂʎʡɂʎ̵̿ڂɟ͝ɟ˱ͮ͝ڂͽ̵Ոͮ́ՈɎǵͮɟڂʎɟǵˍͮʎڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂɿ̿́˪̿ڂɟ͝ɟǵ̿ɂʎ͝ڂͽ̵̵́̿ͮɟɎڂȻΰͮڂʎɟڂ
ڂ ڂ ĩǵͮʡ́˱ǵˍڂÄ˱ͮ͝ʡͮͽͮɟ́͝ڂɿڂ ɟǵˍͮʎձڂ
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http://www.tscalliance.org/clinicaltrials
http://www.clinicaltrials.gov
http://www.clinicaltrials.gov


Health insurance and medical benefits
Health insurance and medical benefits have various kinds of options available, including private, federal and state 
̵̿́ʄ̿ǵ˪͝ձڂÄɿڂΰ́ͽڂǵ̿ɟڂɟ˪̵ˍ́ΰɟɎڂǵ˱ɎڂʎǵΞɟڂʎɟǵˍͮʎڂʡ˱͝ͽ̿ǵ˱ɂɟͮڂʎ̿́ͽʄʎڂΰ́ͽ̿ڂɟ˪̵ˍ́ΰɟ հ̿ͮڂʎɟΰڂʡˍˍڂͮ́͝˪ڂˍʡ˅ɟˍΰڂʎǵΞɟڂǵ̵ڂɟ̿́͝˱ڂ
ʡ˱ڂΰ́ͽ̿ڂʎͽ˪ǵ˱̿ڂɟ́͝ͽ̿ɂɟ͝ڂɎɟ̵ǵ̿ͮ˪ɟ˱ͮڂ́ͮڂǵ͝͝ʡͮ͝ڂΰ́ͽڂʡͮʎڂΰ́ͽ̿ڂʎɟǵˍͮʎڂʡ˱͝ͽ̿ǵ˱ɂɟڂǵ˱ɎڂȻɟ˱ɟɿʡͮڂ˱ɟɟɎ͝ڂǵ˱Ɏ̻ڂͽɟͮ͝ʡ́˱͝ձڂÄɿڂ
ΰ́ͽڂʎǵΞɟڂʡ˱͝ͽ̿ǵ˱ɂɟͮڂʎ̿́ͽʄʎڂǵڂɿɟɎɟ̿ǵˍͮ͝ڂ̿́ڂǵͮɟ̵́̿ڂʄ̿ǵ˪հڂΰ́ͽڂ˪ǵΰڂ̿́ڂ˪ǵΰڂͮ́˱ڂʎǵΞɟڂǵ̵́ڂʡ˱ͮ́ڂɿڂɂ́˱ͮǵɂͮձ́�ڂΞɟ̿˱˪ɟ˱ͮڂ
͝ɟ̿Ξʡɂɟ͝ڂΞǵ̿ΰڂɿ̿́˪́ڂ˱ɟͮ͝ڂǵͮɟڂ́ͮڂǵ˱́ͮʎɟ ձ̿ڂÄ˱́ڂ˱ɟͮ͝ڂǵͮɟڂΰ́ͽڂ˪ǵΰڂʎǵΞɟ́ڂ˱ɟ̵ڂɟ̿́͝˱ڂʎ́ڂʡ͝ڂΰ́ͽ̿ڂɂ́˱ͮǵɂ̵ͮڂɟ̿́͝˱հڂʎɟ̿ɟǵ͝ڂ
individuals in another state who have TSC may just have a phone number for an office that can assist them, never 
̿ɟǵɂʎʡ˱ʄͮڂʎɟ͝ڂǵ˪ɟ̵ڂɟ̿́͝˱ͮڂʡɂɟձڂ@ɟɂǵͽ͝ɟڂɟڂǵ̿ɟڂɂ́Ξɟ̿ʡ˱ʄڂǵˍˍͮڂʎɟڂʡ͝͝ͽɟͮ͝ڂʎǵͮڂɂ́ͽˍɎ́ڂɂɂͽ հ̿ڂʡɿڂΰ́ͽڂǵ̿ɟڂʎǵΞʡ˱ʄڂǵ˱ΰڂʡ͝-
͝ͽɟ͝ڂʄɟͮͮʡ˱ʄͮڂ˱́ڂʎɟ̿ڂʡʄʎ̵ͮڂǵͮʎհڂɟڂɟ˱ɂ́ͽ̿ǵʄɟڂΰ́ͽ̿ڂ́ͮڂɟǵɂʎ́ڂͽͮ́ڂ́ͮڂ˱ɟ́ڂɿ́ڂͽ̿ڂƗƉHڂƉͽ̵̵́̿ͮڂĩǵΞʡʄǵͮ́̿͝ڂɿ́̿ڂǵ͝͝ʡͮ͝ǵ˱ɂɟձڂ

 
Section Two Appendix

Organization Description Website

Centers for Medicare andڂڂ Ŵ̿́ΞʡɎɟ͝ڂǵ˱ڂɟΫͮɟ˱͝ʡΞɟڂˍʡͮ́͝ڂɿͮ͝ڂǵͮɟՈȻǵ͝ɟɎڂ ձ˪ɟɎʡɂǵ̿ɟձʄ́Ξɂǵ̿ɟՈɂ́˪̵ǵ̿ɟՄ
ġɟɎʡɂǵʡɎڂƉɟ̿Ξʡɂɟ͝ڂԲHġƉԼڂ ̿ɟ́͝ͽ̿ɂɟ͝ڂ˱́ڂʡͮ͝ڂɟȻ͝ʡͮɟձڂ
 
Children’s Health Insuranceڂڂ Ŵ̿́ΞʡɎɟ͝ڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮڂġɟɎʡɂǵʡɎڂǵ˱Ɏڂ ձʡ˱͝ͽ̿ɟ˅ʡɎ͝˱́ձʄ́ΞՄ
Ŵ̿́ʄ̿ǵ˪ڂԲH ÄŴԼڂ HʎʡˍɎ̿ɟ˱՟͝ ԲH ÄŴԼڂ˪Ŵ̿́ʄ̿ǵڂÄ˱͝ͽ̿ǵ˱ɂɟڂɟǵˍͮʎ ڂ
 services for families who need health 
ڂ ʡ˱͝ͽ̿ǵ˱ɂɟڂɂ́Ξɟ̿ǵʄɟձڂ

 Note: All CHIP programs are state-based, and 
 procedures may vary. 

Kaiser Family  Ä͝ڂɎɟɎʡɂǵͮɟɎڂ́ͮڂɿʡˍˍʡ˱ʄͮڂʎɟڂ˱ɟɟɎڂɿ́̿̿ͮڂͽͮ͝ɟɎڂ ձ˅ɿɿձ́̿ʄՄͮ͝ǵͮɟɎǵͮǵՄ
�́ͽ˱Ɏǵͮʡ́˱ڂԲČ��Լڂ ʡ˱ɿ́̿˪ǵͮʡ́˱ڂ˱́ڂ˱ǵͮʡ́˱ǵˍڂʎɟǵˍͮʎڂʡ͝͝ͽɟ͝ձ
   
The UnitedHealthcare  ƣ HHڂ�ʄ̿ǵ˱ͮ͝ڂʎɟˍ̵ڂʡͮʎڂ˪ɟɎʡɂǵˍڂɟΫ̵ɟ˱͝ɟ͝ڂ ձͽʎɂɂɿձ́̿ʄ
Children’s Foundation  ˱́ͮڂɂ́Ξɟ̿ɟɎհڂͮ́˱ڂ̿́ڂɿͽˍˍΰڂɂ́Ξɟ̿ɟɎհڂȻΰڂǵڂɿǵ˪ʡˍΰ՟͝
Իƣ HH�Լڂ ɂ́˪˪ɟ̿ɂʡǵˍڂʎɟǵˍͮʎڂʡ˱͝ͽ̿ǵ˱ɂɟձڂ

Medication Assistance  ġ�Ɨڂʡ͝ڂǵڂɿ̿ɟɟՈͮ́Ոͽ͝ɟ͝ڂɟǵ̿ɂʎڂɟ˱ʄʡ˱ɟͮڂʎǵͮڂ ձ˪ǵͮձ́̿ʄ
Ɨ́́ˍڂԲġ�ƗԼ focuses its searches on patient assistance 
ڂ ̿ɟ́͝ͽ̿ɂɟ͝ڂǵΞǵʡˍǵȻˍɟڂ́ͮڂɟˍʡʄʡȻˍɟ̵ڂǵͮʡɟ˱ͮ͝ձ
 
Needy Meds ĩɟɟɎΰġɟɎ͝ڂɂ́˱˱ɟɂ̵ͮ͝ڂɟ̵́ˍɟ̵́̿ڂ́ͮڂʄ̿ǵ˪͝ڂ ձ˱ɟɟɎΰ˪ɟɎ͝ձ́̿ʄ
Languages Available: that will help them afford their medications
English, Spanish and other healthcare costs
  
RxAssistڂ żΫ�͝͝ʡͮ́͝ڂɿɿɟ̿͝ڂǵڂɎǵͮǵȻǵ͝ɟ́ڂɿ̵ڂǵͮʡɟ˱ͮڂڂ ձ̿Ϋǵ͝͝ʡͮ͝ձ́̿ʄ
 assistance programs, and offers a prescription 
ڂ Ɏ̿ͽʄ͝ڂǵΞʡ˱ʄ͝ՄɎʡ͝ɂ́ͽ˱ͮڂɂǵ̿Ɏڂǵͮڂ́˱ڂɂ́ͮ͝
  
Step Therapyڂ Äͮڂʡ͝ڂǵ̵́ڂˍʡɂΰڂɎɟΞɟˍ̵́ɟɎڂȻΰڂʎɟǵˍͮʎڂʡ˱͝ͽ̿ɟ̿͝ڂڂ ձͮ͝ɟ̵ͮʎɟ̿ǵ̵ΰձɂ́˪
ڂ ͮʎǵͮڂʡ͝ڂʡ˱ͮɟ˱ɎɟɎڂ́ͮڂɂ́˱ͮ̿́ˍڂɂ́ͮ͝͝ձڂ

Prescription Processڂ ڂڂ͝˱ʎΰ͝ʡɂʡǵ̵ڂɿ́ڂ˅ɟͮ́̿˱ڂˍǵͮʡ́˱ǵ˱ڂՈ̵̿́ɿʡͮ˱́˱ڂ� ձ̵̿ɟ͝ɂ̿ʡ̵ͮʡ́˱̵̿́ɂɟ͝͝ձɂ́˪
 who advocate for patient access to approved 
ڂ ͮʎɟ̿ǵ̵ʡɟ͝ڂǵ˱Ɏڂǵ̵̵̵̿́̿ʡǵͮɟڂɂˍʡ˱ʡɂǵˍڂɂǵ̿ɟձڂڂ

FDA Drug Shortagesڂ Hͽ̿̿ɟ˱ͮڂǵ˱Ɏڂżɟ́͝ˍΞɟɎڂS̿ͽʄڂƉʎ́̿ͮǵʄɟ͝ڂǵ˱Ɏڂڂ ձǵɂɂɟ͝͝ɎǵͮǵձɿɎǵձʄ́ΞՄ͝ɂ̿ʡ̵ͮ͝ՄɎ̿ͽʄ͝ʎ́̿ͮǵʄɟ͝Մ
 Discontinuations Reported to FDA 
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http://www.medicare.govcare-compare/
http://www.kff.org/statedata/
http://www.uhccf.org
http://www.mat.org
http://www.needymeds.org
http://www.rxassist.org
http://www.steptherapy.com
http://www.prescriptionprocess.com
http://www.accessdata.fda.gov/scripts/drugshortages/
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Medical Specialists 
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Cardiologist 
���
����!��*��*���*���������*���*���������*�*

���������*���������*���*�����(**

Dermatologist 
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Epileptologist 
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Geneticist 
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Genetic Counselor 
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Gynecologist 
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Nephrologist 
���
����!��*��*���*���������*���*���������*�*
��������*���������*���*����� (**

Neurologist 
���
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Neurosurgeon 
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Neuropsychiatrist 
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Oncologist 
���
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��
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Ophthalmologist 
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Psychiatrist 
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Pulmonologist 
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��������*����*�������*���*�����(**

Urologist 
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Checklist for Successful Appointments and Prescription Management 
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M
aster Appointm

ent Schedule

Appointm
ents

Prim
ary Care

Physician

Pediatrician

Neurologist

Neurosurgeon

Cardiologist

Nephrologist

Dentist

M
RI

EEG

EKG
Kidney

Ultrasound/M
RI

Blood Draw

JAN
FEB

M
AR

APR
M

AY
JUN

JUL
AUG

SEP
O

C
T

NO
V

D
EC

Year:

EM
U

2022

2/15
@

 9am

3/3
@

 8am

6/1
@

 10am

3/3
@

 9am

1/25
@

 8am
3/15

@
 8am

5/4
@

8am
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Seizure Log

Nam
e:

Date
Start

Stop
Seizure O

bservations
Recovery

O
bservations

Notes/Side E!
ects

*Possible O
bservations Include:

1. Sudden Stare
2. Unresponsive to nam

e
3. Prom

pt recovery (seconds)

4. Sudden Nausea
5. Vision Problem

s
6. Jerking of a lim

b (note w
hich one)

7. G
radual Recovery (m

inutes)
8. Sti!ening, Convulsive Activity
9. Labored Breathing

10. Unconsciousness (EM
T Called)

11. Slow
 Recovery (confused/sleepy)

Rescue 
G

iven?

Logan w
as tired

Logan w
as allow

ed to lay dow
n

N
o

R
 hand/arm

 w
ere jerking

unresponsive to nam
e

8:09am
8:05am

3/17/19 Logan
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Section Three: TSC-associated neuropsychiatric disorders (TAND)
What is TAND?
^Ξɟ˱ͮڂʎ́ͽʄʎڂƗƉHՈǵ́͝͝ɂʡǵͮɟɎڂ˱ɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂɎʡ́̿͝Ɏɟ̿͝ڂԲƗ�ĩSԼڂǵɿɿɟɂͮڂԐԅِ́ڂɿͮڂʎ́͝ɟڂʡͮʎڂƗƉH́ڂΞɟ̿ͮڂʎɟʡ̿ڂˍʡɿɟͮʡ˪ɟհڂ
ɟΞɟ̿ΰ́˱ɟڂɟΫ̵ɟ̿ʡɟ˱ɂɟ͝ڂͽ˱ʡ̻ͽɟ͝ڂΰ˪̵ͮ́˪͝հڂ́͝ڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂ˪ǵΰڂȻɟڂɎʡɿɿɟ̿ɟ˱ͮڂɿ̿́˪ڂʡ˱ɎʡΞʡɎͽǵˍڂ́ͮڂʡ˱ɎʡΞʡɎͽǵˍձڂÄ˱ͮڂʎɟڂ
@ɟʎǵΞʡ́̿ǵˍڂÄ͝͝ͽɟ͝ڂǵ˱ɎڂƗ�ĩSڂʄͽʡɎɟͮڂ˱́ڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́ հ̿ڂΰ́ͽڂʡˍˍڂɿʡ˱ɎڂɎɟͮǵʡˍɟɎڂʡ˱ɿ́̿˪ǵͮʡ́˱̿ڂɟʄǵ̿Ɏʡ˱ʄڂɟǵɂʎ́ڂɿͮڂʎɟڂ
ʡ˪̵ǵɂͮ́͝ڂɿͮڂʎɟ͝ڂʡΫڂ˪ǵʽ́̿ڂǵ̿ɟǵ͝ձڂÄ˱ڂǵɎɎʡͮʡ́˱հͮڂʎɟڂʄͽʡɎɟڂɎʡ͝ɂͽ͝͝ɟ͝ڂȻɟʎǵΞʡ́̿ǵˍڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱̵ڂˍǵ˱͝ڂǵ˱Ɏڂʎ̵́ڂ́ͮڂͽͮ́ڂ˱ɟڂʡ˱ڂ
̵ˍǵɂɟڂǵ͝ڂɟˍˍڂǵ͝ڂǵڂɿͽ˱ɂͮʡ́˱ǵˍڂȻɟʎǵΞʡ́̿ڂǵ͝͝ɟ͝͝˪ɟ˱ͮձڂƗʎʡ͝ڂʡ͝ڂɟ̵͝ɟɂʡǵˍˍΰڂʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏ̵̿ڂʡ́̿ͮ͝ڂ́ͮڂͽɎɟ˱ͮڂɟɎͽ-
ɂǵͮʡ́˱ڂ˪ɟɟͮʡ˱ʄ͝ڂǵ˱Ɏ͝ڂʎ́ͽˍɎڂȻɟ͝ڂʎǵ̿ɟɎڂʡͮʎͮڂʎɟ͝ڂɂʎ́́ˍڂˍɟǵɎɟ̿͝ձ

Other helpful resources can be found on the TANDem website and behavioral management webinars by the Child 
ĩɟͽ̿́ˍ́ʄΰ́�ڂͽ˱Ɏǵͮʡ́˱ڂͽ˱Ɏɟ̿̿ڂɟ́͝ͽ̿ɂɟͮ͝ڂ˱́ڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́ ձ̿ͮڂ̿́�ڂʎ́͝ɟڂʎ́ڂǵ̿ɟڂˍ́́˅ʡ˱ʄڂɿ́̿ͮڂʎɟ̿ǵ̵ʡͮ͝͝ڂʡ˱ڂΰ́ͽ̿ڂǵ̿ɟǵڂ
ǵ˱Ɏڂǵ̿ɟڂͽ˱͝ͽ̿ɟ́ڂɿڂʎ́ڂ́ͮڂɂ́˱ͮǵɂͮڂΰ́ͽڂɂǵ˱ڂ˅́́ˍڂͽ̵ڂΰ́ͽ̿ڂǵ̿ɟǵͮڂ˱́ڂʎɟڂĩǵͮʡ́˱ǵˍڂ@�H@ͮڂʎɟ̿ǵ̵ʡͮ͝ڂɟȻ͝ʡͮɟձ

Äɿڂΰ́ͽڂʎǵΞɟڂǵɎɎʡͮʡ́˱ǵˍ̻ڂͽɟͮ͝ʡ́˱͝ڂ̿́ڂɂ́˱ɂɟ̿˱͝հ̵ڂˍɟǵ͝ɟ̿ڂɟǵɂʎ́ڂͽͮ́ڂ́ͮڂ˱ɟ́ڂɿ́ڂͽ̿ڂƗƉHڂƉͽ̵̵́̿ͮڂĩǵΞʡʄǵͮ́̿͝ձڂÄɿڂΰ́ͽڂ̿́ڂΰ́ͽ̿ڂ
loved one is in danger because of TAND-related behaviors or crises, please contact your local healthcare team or 
ɟ˪ɟ̿ʄɟ˱ɂΰ͝ڂɟ̿Ξʡɂɟ͝ձڂ

30 ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Assessment of cognitive and behavioral health issues
Ä˱ڂǵɎɎʡͮʡ́˱ͮڂ́ͮڂʎɟڂΞǵ̿ʡ́ͽ̵͝ڂʎΰ͝ʡɂǵˍڂ˪ǵ˱ʡɿɟͮ͝ǵͮʡ́˱́͝ڂɿڂƗƉHհڂǵȻ́ͽͮڂԐԅِ́ڂɿڂƗƉHڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ̿ɟڂǵɿɿɟɂͮɟɎڂȻΰڂǵ̿ڂǵ˱ʄɟ́ڂɿڂ
ȻɟʎǵΞʡ́̿ǵˍհ̵͝ڂΰɂʎʡǵͮ̿ʡɂհڂʡ˱ͮɟˍˍɟɂͮͽǵˍڂǵ˱Ɏڂ˱ɟͽ̵̿́͝ΰɂʎ́ˍ́ʄʡɂǵˍڂɂ́˪̵ˍɟΫʡͮʡɟ͝ձڂƗʎʡ͝ڂɂǵ˱ڂʡ˱ɂˍͽɎɟڂ�ͽͮʡ͝˪հڂ�S Sհڂʡ˱ͮɟˍˍɟɂͮͽ-
ǵˍڂɎʡ͝ǵȻʡˍʡͮΰհڂǵ˱Ϋʡɟͮΰڂǵ˱ɎڂɎɟ̵̿ɟ͝͝ʡ́˱ձڂƗ�ĩSڂǵ͝ڂɂ̿ɟǵͮɟɎڂ́ͮڂȻ̿ʡɎʄɟͮڂʎɟڂʄǵ̵ڂȻɟͮɟɟ˱ڂʡɎɟ˱ͮʡɿʡɂǵͮʡ́˱ڂǵ˱Ɏ̿ͮڂɟǵͮ˪ɟ˱ͮ́ڂɿڂ
ͮʎɟ͝ɟڂɂ́˪̵ˍɟΫʡͮʡɟ͝ձڂ

Therapies and services
Ɨ�ĩS͝ڂΰ˪̵ͮ́˪ͮ͝ڂΰ̵ʡɂǵˍˍΰڂ˪ǵ˱ʡɿɟͮ͝ڂɿ̿́˪ڂɟǵ̿ˍΰڂɂʎʡˍɎʎ́́Ɏڂ́ͮڂˍǵͮɟ̿ڂʡ˱ڂˍʡɿɟձͮڂͮ�ڂʎʡ̵͝ڂʎǵ͝ɟ́ڂɿͮڂʎɟڂʽ́ͽ̿˱ɟΰհͮڂʎɟڂ˪ǵʡ˱̵̿ڂʡ́̿ʡͮΰڂ
is to focus on early intervention and become aware of TAND symptoms so that you can have proactive discussions 
ʡͮʎڂΰ́ͽ̿ڂƗƉH̵́̿ڂΞʡɎɟ̿͝͝ڂʎ́ͽˍɎڂʡ͝͝ͽɟ͝ڂǵ̿ʡ͝ɟձڂƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʎǵ͝ڂǵ̵ڂˍɟͮʎ́̿ǵ́ڂɿڂʎɟˍ̵ɿͽˍڂɟȻʡ˱ǵ̿͝ڂǵ˱Ɏͮڂʡ̵͝ڂɿ̿́˪ڂ
experts on understanding these different manifestations and can been found on the TSC Alliance website under 
ǃʡɎɟ́͝ڂǵ˱ɎڂǆɟȻʡ˱ǵ̿͝ձڂ�ɎɎʡͮʡ́˱ǵˍڂƗ�ĩS̿ڂɟ́͝ͽ̿ɂɟ͝ڂǵ̿ɟ̵́̿ڂΞʡɎɟɎڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

Documenting behaviors
Ėʡͮ͝ɟɎڂȻɟˍ́ڂǵ̿ɟ͝ڂͽʄʄɟͮ͝ʡ́˱́͝ڂɿڂʎǵͮͮڂΰ̵ɟ́ڂɿڂȻɟʎǵΞʡ́̿ǵˍڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂΰ́ͽڂ˪ǵΰڂǵ˱ͮ͝ڂ́ͮڂʎǵ̿ɟڂʡͮʎڂΰ́ͽ̵̿͝ڂɟɂʡǵˍʡͮ͝ձڂÄͮڂ
ʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂ́ͮڂɎɟ͝ɂ̿ʡȻɟͮڂʎɟ́ڂȻ͝ɟ̿ΞɟɎڂȻɟʎǵΞʡ́̿͝ڂʡ˱ڂɎɟͮǵʡˍڂǵ˱Ɏͮڂʎɟ̵́͝͝ڂʡȻˍɟڂɿͽ˱ɂͮʡ́˱́ڂɿͮڂʎɟڂȻɟʎǵΞʡ́̿͝հڂʡձɟձհڂʎǵͮڂʡͮ͝ڂʎɟڂ
ͮ̿ʡʄʄɟ̿ڂԲ̿ɟʡ˱ɿ́̿ɂɟԳڂɿ́̿ͮڂʎɟڂȻɟʎǵΞʡ́̿ԬڂSɟ͝ɂ̿ʡȻɟڂʡ˱ڂɎɟͮǵʡˍհڂʡɿ̵́͝͝ڂʡȻˍɟհڂʎǵͮڂʎǵ̵̵ɟ˱ɟɎڂȻɟɿ́̿ɟͮڂʎɟڂȻɟʎǵΞʡ́̿́͝ڂɂɂͽ̿̿ɟɎհڂʡ˱ڂ
ʎǵͮڂɟ˱Ξʡ̿́˱˪ɟ˱ͮڂɎʡɎͮڂʎɟڂȻɟʎǵΞʡ́̿́ڂɂɂͽ հ̿ͮڂʎɟڂɎͽ̿ǵͮʡ́˱հڂɂ́˱͝ɟ̻ͽɟ˱ɂɟ͝հڂǵ˱Ɏ́ڂͽͮɂ́˪ɟ͝ڂɿ̿́˪ͮڂʎɟڂȻɟʎǵΞʡ́ ձ̿

^Ǎ�ġŴĖ^յ

Date/time: ԋՄԆԋՄԇԇڂǵͮڂԍյԅԅڂŴġ

Context of the incident: Sͽ̿ʡ˱ʄڂɎʡ˱˱ɟ̿ڂƗ́˪ڂǵ͝ڂǵɂͮʡ˱ʄڂͽ̵ձڂ ʡ͝͝ڂʡͮ͝ɟ̿ͮ͝ڂǵ̿ͮɟɎڂˍǵͽʄʎʡ˱ʄڂǵͮڂʎʡ˪ڂǵ˱Ɏڂʎɟͮ͝ڂǵ̿ͮɟɎ͝ڂɂ̿ɟǵ˪-
ʡ˱ʄڂǵ˱Ɏͮڂʎ̿́ʡ˱ʄڂʎʡ͝ڂɿ́́Ɏձ

Prior events before the situation occurred:ڂƗ́˪ڂʎǵɎڂǵ̿ڂɟͮ͝ˍɟ͝͝͝ڂˍɟɟ̵ͮڂʎɟڂ˱ʡʄʎͮڂȻɟɿ́̿ɟͮڂʎɟڂʡ˱ɂʡɎɟ˱ͮհڂǵ˱ɎڂÄڂ˅́́ͮڂʎʡ˪ڂ́ͮڂ
͝ɂʎ́́ˍڂʡ˱ͮڂʎɟڂɂǵ̿ڂȻɟɂǵͽ͝ɟڂɟ́ڂΞɟ̿͝ˍɟ̵ͮձڂƗ́˪ڂǵ˱Ɏڂ˅́́̿@ڂɟ̿ɟڂǵͮɂʎʡ˱ʄͮڂɟˍɟΞʡ͝ʡ́˱ڂʡ˱ͮڂʎɟڂɿǵ˪ʡˍΰڂ˪́́̿ڂȻɟɿ́̿ɟڂɎʡ˱˱ɟ̿-
ͮʡ˪ɟձڂ˅́́̿@ڂˍǵͽʄʎɟɎڂǵͮڂƗ́˪ڂʎɟ˱ڂʎɟڂǵ˱ͮɟɎڂ́ͮڂǵͮɂʎڂɂǵ̿ͮ́́˱͝հͮڂʎɟ˱͝ڂʎɟڂɂʎǵ˱ʄɟɎͮڂʎɟڂƗǃͮ͝ڂǵͮʡ́˱ڂǵ˱ɎڂɂǵˍˍɟɎڂʎʡ˪ڂǵڂ
ȻǵȻΰձ
ڂ ڂ ƗʎɟڂȻɟʎǵΞʡ́̿ڂˍǵͮ͝ɟɎڂɿ́̿ڂԆԋڂ˪ʡ˱ͽͮɟ͝ձ
ڂ ڂ ľ˱ڂǵ͝ڂɂǵˍɟ́ڂɿڂԆͮڂʎ̿́ͽʄʎڂԋհͮڂʎɟ͝ڂɟΞɟ̿ʡͮΰ́ڂɿڂȻɟʎǵΞʡ́̿͝ڂǵ͝ڂǵͮڂǵڂˍɟΞɟˍڂԊڂԆ؝ԇձ
ڂ ڂ Ɨ́˪՟͝ ʡ˱ͽͮɟ͝ձ˪ڂԇڂ˱ʡͮʎʡڂɟ͝ɂǵˍǵͮɟɎڂȻɟʎǵΞʡ́̿ڂ
ڂ ڂ ƉͮǵΰɟɎڂǵͮڂǵڂˍɟΞɟˍڂԊڂԆ؝ԇڂɿ́̿ڂǵ̵̵̿́Ϋʡ˪ǵͮɟˍΰڂԏڂ˪ʡ˱ͽͮɟ͝ձ
ڂ ڂ Äͮڂ˅́́ͮڂǵȻ́ͽͮڂԋڂ˪ʡ˱ͽͮɟ͝ڂɿ́̿ڂƗ́˪̿ڂ́ͮڂɟͮͽ̿˱̵̿ڂ́ͮڂɟՈǵ˱ͮɟɂɟɎɟ˱ͮڂȻɟʎǵΞʡ́ ձ̿

Behaviors:ڂƗ́˪ڂɟΫʎʡȻʡͮɟɎڂˍ́ͽɎ͝ڂɂ̿ɟǵ˪͝հͮ͝ڂǵ̿ͮɟɎͮڂʎ̿́ʡ˱ʄڂʎʡ͝ڂɿ́́Ɏհ͝ڂɂ̿ǵͮɂʎɟɎհڂǵ˱Ɏڂʎʡͮڂʎʡ˪͝ɟˍɿڂʡ˱ͮڂʎɟڂɿǵɂɟձ

Consequence: Tom stopped the behaviors after dad began to talk to him softly and helped him with self-feeding

*Please see a sample behavior log in the appendix of this section.
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Section Three Appendix

Organization Description Website

TANDemڂ Ɨ�ĩSɟ˪ڂʡ͝ڂǵ˱ڂʡ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂ˪ͽˍͮʡՈɎʡ͝ɂʡ̵ˍʡ˱ǵ̿ΰڂ ձͮǵ˱Ɏɂ́˱́̿ͮ͝ʡͽ˪ձ́̿ʄڂ
 mobile-health project to empower families 
 and individuals who live with Tuberous 
ڂ Ɖɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂԲƗƉHԼڂǵ̿́ͽ˱Ɏͮڂʎɟڂ́̿ˍɎձ
  
National BACBڂ Ɖɟǵ̿ɂʎڂɟ˱ʄʡ˱ɟڂɿ́̿ڂɿʡ˱Ɏʡ˱ʄڂɂɟ̿ͮʡɿʡɟɎڂڂ ձȻǵɂȻձɂ́˪
ڂ ͮʎɟ̿ǵ̵ʡͮ͝͝ڂʡ˱ڂΰ́ͽ̿ڂǵ̿ɟǵձڂ
  
YAI Seeing Beyond  Ǔ�Äڂʡ͝ڂǵڂ˱ɟͮ́̿˅́ڂɿڂǵɿɿʡˍʡǵͮɟڂǵʄɟ˱ɂʡɟ́͝ڂɿɿɟ̿ڂ ձΰǵʡձ́̿ʄ
Disability children and adults with intellectual and 
 developmental disabilities a comprehensive 
ڂ ̿ǵ˱ʄɟ́ڂɿ͝ڂɟ̿Ξʡɂɟ͝ձ
 
Devereux Advanced  SɟΞɟ̿ɟͽΫڂ�ɎΞǵ˱ɂɟɎڂ@ɟʎǵΞʡ́̿ǵˍڂ ɟǵˍͮʎڂ ձɎɟΞɟ̿ɟͽΫձ́̿ʄ
Behavioral Health changes lives – by unlocking and nurturing 
 human potential for people living with 
 emotional, behavioral, or cognitive 
ڂ Ɏʡɿɿɟ̿ɟ˱ɂɟ͝ձڂ ڂ

NeuroRestorativeڂ ĩɟͽ̿́żɟͮ́̿͝ǵͮʡΞɟڂʡ͝ڂǵڂˍɟǵɎʡ˱ʄ̵́̿ڂΞʡɎɟ̿́ڂɿڂڂ ձ˱ɟͽ̿́̿ɟͮ́̿͝ǵͮʡΞɟձɂ́˪
 subacute and post-acute rehabilitation 
 services for people of all ages with brain, 
 spinal cord and medically complex injuries, 
ڂ ʡˍˍ˱ɟ͝͝ɟ͝հڂǵ˱Ɏͮ́ڂʎɟ̿ڂɂʎǵˍˍɟ˱ʄɟ͝ձ
 
Child Mindڂ HʎʡˍɎڂġʡ˱Ɏڂʡ͝ڂɎɟɎʡɂǵͮɟɎ̿ͮڂ́ͮڂǵ˱͝ɿ́̿˪ʡ˱ʄڂڂ ձɂʎʡˍɎ˪ʡ˱Ɏձ́̿ʄ
 the lives of children and families struggling 
 with mental health and learning disorders 
ڂ ȻΰڂʄʡΞʡ˱ʄͮڂʎɟ˪ͮڂʎɟڂʎɟˍ̵ͮڂʎɟΰڂ˱ɟɟɎձڂ
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http://www.tandconsortium.org
http://www.bacb.com
http://www.yai.org
http://www.devereux.org
http://www.neurorestorative.com
http://www.childmind.org


Challenging Behaviors Log

Date:

Explain Incident:

Time:

What happened BEFORE the behavior:

Describe the behavior:

How long did the BEHAVIOR last?:

Consequence:

Interventions/Skills Used:

Severity Rating (1-5, 5 being the most severe):   1 2 3 4 5

Notes:

9/15/2019 9:45 am 20 minutes

Logan started hitting mom and throwing objects across the room. 

Logan was asked to put his shoes on so we could go to the store. 

Aggressive behavior, yelling, hitting, screaming, and throwing objects. 

Logan had to pick up all of the items he threw once he calmed down. He also lost is iPAD

Difficulty during ransition period identified. Gave 5 minute warning of transition

from toys/play time to needing to put shoes on. Reinforced transition at 1 minute. Logan was removed from

his toys and sat for 2 minutes before bringing him back to the room to pick up the toys he threw. 

privileges for the evening due to his destructive behavior. (This additional consequence is age appropriate for 
his behavior plan)

CarlyKaye

Carly Kaye



Section Four: Legal rights under disability law
�˪ɟ̿ʡɂǵ˱͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮΰڂ�ɂͮڂԲ�S�Լ
The ADA prohibits discrimination against individuals with disabilities in employment, housing, education, and access 
ڂɟͮɂձԳձڂʎ́ͽ͝ʡ˱ʄհڂԲͮ̿ǵ˱̵́̿ͮ͝ǵͮʡ́˱հڂɟ̿Ξʡɂɟ͝͝ڂͽȻˍʡɂ̵ڂ́ͮ

 ́ڂɎ́ɟͮ͝ڂʎɟڂ�Sڂ�Ɏɟɿʡ˱ɟڂգɎʡ͝ǵȻʡˍʡͮΰդԬڂƗ́ڂȻɟ̵ͮ́̿ڂɟɂͮɟɎڂȻΰͮڂʎɟڂ�S�հڂǵ̵ڂɟ̿́͝˱ڂ˪ͽͮ͝ڂʎǵΞɟ́ڂ˱ɟ́ڂɿͮڂʎɟڂɿ́ˍˍ́ʡ˱ʄմڂڂ
ڂ Ԇձڂ ڂʡ˱ɎʡΞʡɎͽǵˍձڂʎɟͮڂɿ́ڂǵɂͮʡΞʡͮʡɟ͝ڂʡɿɟˍڂǵʽ́̿˪ڂ̿́ڂɟ˱́ڂʡ˪ʡͮ͝ˍڂͽȻͮ͝ǵ˱ͮʡǵˍˍΰ͝ڂʎǵͮͮڂͮ˱ʡ˪̵ǵʡ̿˪ɟڂˍɟ˱ͮǵ˪ڂ̿́ڂˍʎΰ͝ʡɂǵ̵ڂ�
ڂ ԇձڂ ʡ˪̵ǵʡ̿˪ɟ˱ͮձڂͽɂʎ͝ڂɿ́ڂɟɂ́̿Ɏ̿ڂ�
ڂ ԉձڂ ʡ˪̵ǵʡ̿˪ɟ˱ͮձڂ˱ǵڂͽɂʎ͝ڂʎǵΞʡ˱ʄڂǵ͝ڂʎɟ̿ͮ́͝ڂȻΰڂ˱ɟ̿ɂɟ̵ͮʡ̵́ڂ�

The ADA further requires that reasonable accommodation be made to provide individuals with disabilities equal op-
̵́̿ͮͽ˱ʡͮʡɟ͝ձڂ�ɟɎɟ̿ǵˍڂǵʄɟ˱ɂʡɟ͝ڂǵ˱ɎڂɎɟ̵ǵ̿ͮ˪ɟ˱ͮ͝ڂɂʎǵ̿ʄɟɎڂʡͮʎڂɟ˱ɿ́̿ɂʡ˱ʄͮڂʎɟڂ�Sڂ�ʡ˱ɂˍͽɎɟͮڂʎɟڂ^̻ͽǵˍڂ^˪̵ˍ́ΰ˪ɟ˱ͮڂľ̵-
̵́̿ͮͽ˱ʡͮΰڂH́˪˪ʡ͝͝ʡ́˱ڂԲ^^ľHԼڂǵ˱ɎͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂćͽͮ͝ʡɂɟձڂƉ̵ɟɂʡɿʡɂͮڂʡͮˍɟ́͝ڂɿͮڂʎɟڂ�Sڂ�ԻÄՔÄǃԼڂǵɎɎ̿ɟ̵͝͝͝ڂɟɂʡɿʡɂ̿ڂʡʄʎͮ͝ڂ
regarding employment, state and local government activities; public transportation; public accommodations; and 
ͮɟˍɟɂ́˪˪ͽ˱ʡɂǵͮʡ́˱̿ڂɟˍǵΰ͝ڂɟ̿Ξʡɂɟ͝ձڂƉͮǵͮɟ͝ڂ˪ǵΰ̵ڂǵ͝͝ڂɎʡ͝ǵȻʡˍʡͮΰͮ͝ڂǵͮͽͮɟ͝ڂ́͝ڂˍ́˱ʄڂǵͮ͝ڂʎɟΰڂǵ̿ɟڂɂ́˱͝ʡͮ͝ɟ˱ͮڂʡͮʎͮڂʎɟڂ�S�ձڂ

Ä˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ^Ɏͽɂǵͮʡ́˱ڂ�ɂͮڂԲÄS^�Լ
Ä˱ɿǵ˱ͮ͝ڂǵ˱Ɏ́ͮڂɎɎˍɟ̿͝հڂȻʡ̿ͮʎͮڂʎ̿́ͽʄʎڂͽ̵ڂ́ͮڂǵʄɟڂԉڂԲΞǵ̿ʡɟ͝ڂȻΰͮ͝ڂǵͮɟԳհڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂǵ˱Ɏͮڂʎɟʡ̿ڂɿǵ˪ʡˍʡɟ̿͝ڂɟɂɟʡΞɟڂɟǵ̿ˍΰڂʡ˱-
ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂͽ˱Ɏɟ̿ڂÄS^ڂ�Ŵǵ̿ͮڂHձڂHʎʡˍɎ̿ɟ˱ڂǵ˱Ɏڂΰ́ͽͮʎڂǵʄɟ͝ڂԉͮڂʎ̿́ͽʄʎڂԇԆ̿ڂɟɂɟʡΞɟ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂǵ˱Ɏ̿ڂɟˍǵͮɟɎڂ
͝ɟ̿Ξʡɂɟ͝ڂͽ˱Ɏɟ̿ڂÄS^ڂ�Ŵǵ̿ͮڂ@ձڂ

ľ˱ɂɟڂǵڂɂʎʡˍɎͮڂͽ̿˱͝ڂǵʄɟڂԉհڂÄS^̿ڂ�ɟ̻ͽʡ̿ɟ̵͝ڂͽȻˍʡɂ͝ڂɂʎ́́ˍ͝ڂΰͮ͝ɟ˪͝ڂ́ͮڂɎɟΞɟˍ̵́ڂǵ̵̵̵̿́̿ʡǵͮɟڂÄ˱ɎʡΞʡɎͽǵˍʡφɟɎڂ^Ɏͽɂǵͮʡ́˱ڂ
Ŵ̿́ʄ̿ǵ˪͝ڂԲÄ^Ŵ͝Գڂɿ́̿ڂɟǵɂʎڂɂʎʡˍɎڂɿ̿́˪ڂǵʄɟڂԉͮڂ́ͮڂʎɟڂǵʄɟ́ڂɿڂ˪ǵʽ́̿ʡͮΰڂʡ˱ڂɟǵɂʎͮ͝ڂǵͮɟձڂƗʎɟ̵͝ڂɟɂʡɿʡɂ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂǵ˱Ɏڂ
̿ɟˍǵͮɟɎ͝ڂɟ̿Ξʡɂɟ́͝ڂͽͮˍʡ˱ɟɎڂʡ˱ͮڂʎɟڂÄ^Ŵ̿ڂɟɿˍɟɂͮͮڂʎɟڂʡ˱ɎʡΞʡɎͽǵˍʡφɟɎڂ˱ɟɟɎ́͝ڂɿڂɟǵɂʎͮ͝ڂͽɎɟ˱ͮձڂ^ǵɂʎͮ͝ڂͽɎɟ˱ͮ՟͝ ڂȻɟڂͽͮ͝˪ڂÄ^Ŵڂ
ɎɟΞɟˍ̵́ɟɎڂȻΰڂǵͮڂɟǵ˪́ڂɿڂ˅˱́ˍɟɎʄɟǵȻˍɟ̵ڂɟ̿́͝˱͝ڂԲʎʡɂʎڂʡ˱ɂˍͽɎɟͮ͝ڂʎɟڂɂʎʡˍɎ՟͝ ɟǵɂʎɟͮڂ հ̵̿ڂǵ̿ɟ˱ͮ͝Մɂǵ̿ɟʄʡΞɟ հ̵̿͝ڂɟɂʡǵˍڂɟɎͽ-
ɂǵͮʡ́˱̿ڂɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟڂǵ˱Ɏͮ́ڂʎɟ̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ̿͝ڂɟ̻ͽɟͮ͝ɟɎڂȻΰͮڂʎɟ̵ڂǵ̿ɟ˱ͮͮ́ڂ̿́ڂʎɟ̿ڂǵʄɟ˱ɂʡɟ͝ڂʡ˱Ξ́ˍΞɟɎԳձڂƗʎɟڂÄ^Ŵڂ˪ͽͮ͝ڂȻɟڂ
̿ɟΞʡɟɟɎڂǵͮڂˍɟǵͮ͝ڂǵ˱˱ͽǵˍˍΰձ

ɟɂͮʡ́˱՟͝͝ڂʎʡͮ͝ڂ˱ʡڂʡͮ͝ɟɎˍڂɟȻ͝ʡͮɟڂ˱Ɏͽɂǵͮʡ́^ڂɿ́ڂͮ˱Sɟ̵ǵ̿ͮ˪ɟڂƣձƉڂʎɟͮڂΞʡ͝ʡͮڂԇԅԅԊڂ�^ÄSڂʎɟͮڂ˱́ڂ˱ʡ˱ɿ́̿˪ǵͮʡ́ڂɟ̿́˪ڂ̿́� ǵ̵̵ɟ˱ɎʡΫձڂ

Section 504
Ɨʎɟͮڂɟ̿˪ڂգԋԅԊդڂɂ́˪ɟ͝ڂɿ̿́˪ͮڂʎɟڂżɟʎǵȻʡˍʡͮǵͮʡ́˱ڂ�ɂͮ́ڂɿڂԆԐԎԉڂԻƉɟɂͮʡ́˱ڂԋԅԊԼհڂʎʡɂʎڂʡ͝ڂǵڂɂʡΞʡˍ̿ڂʡʄʎͮ͝ڂˍǵͮڂʎǵͮͮ͝ڂǵͮɟ͝ڂǵڂɂʎʡˍɎڂ
ʡͮʎڂǵڂɎʡ͝ǵȻʡˍʡͮΰڂʡ͝ڂɟ˱ͮʡͮˍɟɎڂ́ͮڂǵڂɿ̿ɟɟհڂǵ̵̵̵̿́̿ʡǵͮɟ̵ڂͽȻˍʡɂڂɟɎͽɂǵͮʡ́˱ͮڂʎɟ͝ڂǵ˪ɟڂǵ͝ڂǵڂɂʎʡˍɎڂʡͮʎ́ͽͮڂǵڂɎʡ͝ǵȻʡˍʡͮΰձڂƗʎʡ͝ڂˍǵڂ
ɟ˱͝ͽ̿ɟ͝ڂɂʎʡˍɎ̿ɟ˱ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂɎ́ڂͮ́˱ڂɿǵɂɟڂȻǵ̿̿ʡɟ̿̿͝ڂ́ͮڂɟɂɟʡΞʡ˱ʄڂǵ˱ڂɟɎͽɂǵͮʡ́˱ձڂƣ˱ˍʡ˅ɟͮڂʎɟڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮΰڂ
^Ɏͽɂǵͮʡ́˱ڂ�ɂͮڂԲÄS^�Լհڂʎʡɂʎڂʡ͝ڂǵ˱ڂɟɎͽɂǵͮʡ́˱ڂˍǵͮڂʎǵͮڂ˪ǵ˱Ɏǵͮɟ͝ڂǵڂɂʎʡˍɎ̿ڂɟɂɟʡΞɟͮڂʎɟڂ˱ɟɂɟ͝͝ǵ̿ΰڂɟɎͽɂǵͮʡ́˱ǵˍ͝ڂͽ̵̵́̿ͮ͝ڂ
ǵ˱Ɏ͝ڂɟ̿Ξʡɂɟ̵́̿͝ڂ́ͮڂʄ̿ɟ͝͝ڂʡ˱ͮڂʎɟڂʄɟ˱ɟ̿ǵˍڂɟɎͽɂǵͮʡ́˱ڂɂͽ̿̿ʡɂͽˍͽ˪հͮڂʎɟڂʡ˱ͮɟ˱ͮ́ڂɿڂԋԅԊڂʡ̵̿͝ڂ́ͮڂɟΞɟ˱ͮڂɎʡ͝ɂ̿ʡ˪ʡ˱ǵͮʡ́˱ڂʡ˱ڂͮ́˱ڂ
̵̿́ΞʡɎʡ˱ʄڂɟ̻ͽǵˍڂǵɂɂɟ͝͝ڂ́ͮڂɟɎͽɂǵͮʡ́˱ձڂƉɟɂͮʡ́˱ڂԋԅԊڂɂ́Ξɟ̻̿͝ڂͽǵˍʡɿʡɟɎͮ͝ڂͽɎɟ˱ͮ͝ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂʎ́ڂǵͮͮɟ˱Ɏ͝ڂɂʎ́́ˍ̿͝ڂɟ-
ɂɟʡΞʡ˱ʄڂ�ɟɎɟ̿ǵˍڂɿʡ˱ǵ˱ɂʡǵˍڂǵ͝͝ʡͮ͝ǵ˱ɂɟձڂƗ́ڂȻɟ̵ͮ́̿ڂɟɂͮɟɎڂͽ˱Ɏɟ̿ڂƉɟɂͮʡ́˱ڂԋԅԊհڂǵͮ͝ڂͽɎɟ˱ͮڂ˪ͽͮ͝ڂȻɟڂɎɟͮɟ̿˪ʡ˱ɟɎ́ͮڂմڂԲԆԼڂʎǵΞɟڂ
ǵ̵ڂʎΰ͝ʡɂǵˍڂ̿́ڂ˪ɟ˱ͮǵˍڂʡ˪̵ǵʡ̿˪ɟ˱ͮͮڂʎǵͮ͝ڂͽȻͮ͝ǵ˱ͮʡǵˍˍΰڂˍʡ˪ʡͮ́͝ڂ˱ɟڂ̿́ڂ˪́̿ɟڂ˪ǵʽ́̿ڂˍʡɿɟڂǵɂͮʡΞʡͮʡɟ͝նڂ̿́ڂԲԇԼڂʎǵΞɟڂǵ̿ڂɟɂ́̿Ɏ́ڂɿ͝ڂͽɂʎڂ
ǵ˱ڂʡ˪̵ǵʡ̿˪ɟ˱ͮնڂ̿́ڂԲԉԼڂȻɟ̿ڂɟʄǵ̿ɎɟɎڂǵ͝ڂʎǵΞʡ˱ʄ͝ڂͽɂʎڂǵ˱ڂʡ˪̵ǵʡ̿˪ɟ˱ͮձڂƉɟɂͮʡ́˱ڂԋԅԊ̿ڂɟ̻ͽʡ̿ɟͮ͝ڂʎǵͮ͝ڂɂʎ́́ˍڂɎʡͮ̿͝ʡɂ̵ͮ́̿͝ڂΞʡɎɟڂ
ǵڂɿ̿ɟɟڂǵ̵̵̵̿́̿ʡǵͮɟ̵ڂͽȻˍʡɂڂɟɎͽɂǵͮʡ́˱ڂԲ��Ŵ^Լ̻ڂ́ͮڂͽǵˍʡɿʡɟɎͮ͝ڂͽɎɟ˱ͮ͝ڂʡ˱ͮڂʎɟʡ̿ڂʽͽ̿ʡ͝Ɏʡɂͮʡ́˱͝ڂʎ́ڂʎǵΞɟڂǵ̵ڂʎΰ͝ʡɂǵˍڂ̿́ڂ˪ɟ˱ͮǵˍڂ
ʡ˪̵ǵʡ̿˪ɟ˱ͮͮڂʎǵͮ͝ڂͽȻͮ͝ǵ˱ͮʡǵˍˍΰڂˍʡ˪ʡͮ́͝ڂ˱ɟڂ̿́ڂ˪́̿ɟڂ˪ǵʽ́̿ڂˍʡɿɟڂǵɂͮʡΞʡͮʡɟ͝ձڂƉɟɂͮʡ́˱ڂԋԅԊڂʡ͝ڂ˪́̿ɟڂǵȻ́ͽͮڂǵɂɂ́˪˪́Ɏǵͮʡ́˱͝ڂ
ͮʎǵ˱̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ձ

Some individuals with TSC may not be eligible for special education and support services but still require accom-
˪́Ɏǵͮʡ́˱ͮ͝ڂ́͝ڂʎɟΰڂɂǵ˱̵ڂǵ̿ͮʡɂʡ̵ǵͮɟڂʡ˱͝ڂɂʎ́́ˍڂǵɂͮʡΞʡͮʡɟ͝ձڂŴˍɟǵ͝ɟڂΞʡ͝ʡͮͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɟȻ͝ʡͮɟڂɿ́̿ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂ˱́ڂ
͝ɂʎ́́ˍڂʡ͝͝ͽɟ͝ձڂ

ƣ˱Ɏɟ̿ڂƉɟɂͮʡ́˱ڂԋԅԊڂʡɿͮڂʎɟڂɂʎʡˍɎ՟͝ ڂ͝˱ǵɂɂ́˪˪́Ɏǵͮʡ́ڂ́ͮڂɟ˱ͮʡͮˍɟɎڂǵ̿ɟڂʎɟΰͮڂɟǵ̿˱ʡ˱ʄհˍڂ́ͮڂǵɂɂɟ͝͝ڂʎɟ̿ڂ̿́ڂʎʡ͝ڂǵɿɿɟɂͮ͝ڂɎʡ͝ǵȻʡˍʡͮΰڂ
ͽ˱Ɏɟ̿ڂԋԅԊձڂ̿́�ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮڂƉɟɂͮʡ́˱ڂԋԅԊ̵ڂˍɟǵ͝ɟ͝ڂɟɟͮڂʎɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂˍʡͮ͝ɟɎڂǵͮͮڂʎɟڂɟ˱Ɏ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

Äɿڂΰ́ͽڂ˱ɟɟɎڂʎɟˍ̵ڂʡͮʎڂ˱ǵΞʡʄǵͮʡ˱ʄͮڂʎɟڂɟɎͽɂǵͮʡ́˱͝ڂΰͮ͝ɟ˪հ̵ڂˍɟǵ͝ɟ̿ڂɟǵɂʎ́ڂͽͮͮڂ́ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɿ́̿͝ڂͽ̵̵́̿ͮڂȻΰڂɂ́˪̵ˍɟͮ-
ʡ˱ʄͮڂʎɟڂÄ^ŴڂÄ˱ͮǵ˅ɟڂ˪̿́�ڂˍ́ɂǵͮɟɎڂͽ˱Ɏɟ̿ڂƉɂʎ́́ˍڂÄ͝͝ͽɟͮ͝ڂ˱́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɟȻ͝ʡͮɟձڂ
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Legal assistance
The TSC Alliance acknowledges legal assistance is sometimes needed to help with certain barriers or challenges 
ͮʎǵͮڂǵ̿ɟڂͽ˱ʡ̻ͽɟڂ́ͮڂΰ́ͽ̿͝ڂʡͮͽǵͮʡ́˱ڂɿ́̿ڂǵ̵̵̵̿́̿ʡǵͮɟ̿ڂɟ́͝ˍͽͮʡ́˱ձڂ͝�ڂǵ˱̿́ڂʄǵ˱ʡφǵͮʡ́˱հڂɟڂɂǵ˱˱́ͮڂɟ˱Ɏ́̿͝ɟڂǵ˱ڂʡ˱ɎʡΞʡɎͽǵˍڂ
ڂǵɂɂɟ͝͝ڂ́ͮڂǵ̿ͮͮ͝ڂ́ͮڂǵɂɟˍ̵ڂǵڂǵ˱Ɏڂͮ˱ʡ̵́ڂɟɿɟ̿ɟ˱ɂɟ̿ڂǵڂǵ͝ڂɟ̿Ξɟ͝͝ڂʡ˪̵ˍΰ͝ڂ˱ɟɂͮʡ́͝ڂʎʡͮ͝ڂ˱ʡڂ˱ʡ˱ɿ́̿˪ǵͮʡ́ڂƗʎɟڂʄǵ˱ʡφǵͮʡ́˱ձ̿́ڂ̿́
̿ɟ́͝ͽ̿ɂɟ͝ձڂ

�ǵ˪ʡˍΰڂǵ˱ɎڂġɟɎʡɂǵˍڂĖɟǵΞɟڂ�ɂͮڂԲ�ġĖ�Լ
Ɨʎɟ̿ɟڂǵ̿ɟͮڂʡ˪ɟ͝ڂʎɟ˱ڂǵ̵ڂǵ̿ɟ˱ͮڂ̿́ڂɂǵ̿ɟʄʡΞɟ̿ڂʡˍˍڂʎǵΞɟͮڂ́ͮڂǵ˅ɟڂɟΫͮ̿ǵͮڂʡ˪ɟ́ڂɿɿڂ́̿˅ձڂÄͮڂ˪ǵΰڂȻɟڂɿ́̿ڂǵ͝ڂɟ̿ʡɟ́͝ڂɿ̵͝ڂɟɂʡǵˍʡͮ͝ڂ
ǵ̵̵́ʡ˱ͮ˪ɟ˱ͮ͝հͮڂɟͮ͝ʡ˱ʄհ̵́̿ڂɂɟɎͽ̿ɟ͝ڂ̿́ڂʎ̵́͝ʡͮǵˍʡφǵͮʡ́˱͝ձڂƗʎɟڂ�ǵ˪ʡˍΰڂǵ˱ɎڂġɟɎʡɂǵˍڂĖɟǵΞɟڂ�ɂͮհڂ˅˱́˱ڂǵ͝ڂ�ġĖ�հڂǵˍˍ́͝ڂ
ɂ́Ξɟ̿ɟɎڂɟ˪̵ˍ́ΰɟɟͮ͝ڂ́ͮڂǵ˅ɟڂͽ̵ڂ́ͮڂԆԇڂɟɟ˅͝ڂԲԊԏԅڂʎ́ͽ̿͝Գ́ڂɿڂƣĩŴ�ÄSڂˍɟǵΞɟڂʡɿͮڂʎɟΰڂʎǵΞɟڂǵ͝ڂɟ̿ʡ́ͽ͝ڂʎɟǵˍͮʎڂɂ́˱Ɏʡͮʡ́˱ڂ̿́ڂ
˱ɟɟɎڂ́ͮڂɂǵ̿ɟڂɿ́̿ڂǵ˱ڂʡ˪˪ɟɎʡǵͮɟڂɿǵ˪ʡˍΰڂ˪ɟ˪Ȼɟ̿ڂԲ̵ǵ̿ɟ˱ͮհ́͝ڂ˱հڂɎǵͽʄʎͮɟ հ̵̿́͝ڂͽ͝ɟԳڂʡͮʎڂǵ͝ڂɟ̿ʡ́ͽ͝ڂʎɟǵˍͮʎڂɂ́˱Ɏʡͮʡ́˱ձڂ�ġĖڂ�
ʡ͝ڂǵڂʽ́ȻՈ̵̿́ͮɟɂͮɟɎڂˍɟǵΞɟڂɿ́̿ڂɟ˪̵ˍ́ΰɟɟ͝ձڂHʎɟɂ˅ڂʡͮʎڂΰ́ͽ̿ڂɟ˪̵ˍ́ΰɟ̿ڂǵȻ́ͽͮڂ�ġĖڂ�ǵ˱Ɏڂɂ́˱ͮǵɂͮڂ żڂɿ́̿ͮڂʎɟ̿ڂɟ̻ͽʡ̿ɟɎ̵ڂǵ-
̵ɟ̿́̿˅ձڂ̿́�ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮڂ�ġĖ̵ڂ�ˍɟǵ͝ɟڂΞʡ͝ʡͮͮڂʎɟڂƣձƉڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂĖǵȻ́ ձ̿ڂ

Air Carrier Access Act
Ɨʎɟڂ�ʡ̿ڂHǵ̿̿ʡɟ̿ڂ�ɂɂɟ͝͝ڂ�ɂ̵ͮ́̿ڂʎʡȻʡͮ͝ڂɎʡ͝ɂ̿ʡ˪ʡ˱ǵͮʡ́˱ڂȻǵ͝ɟɎڂ˱́ڂɎʡ͝ǵȻʡˍʡͮΰڂʡ˱ڂǵʡ̿̿ͮڂǵΞɟˍձڂƗʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂƗ̿ǵ˱̵́̿ͮ͝ǵ-
ͮʡ́˱ڂʎǵ͝ڂǵ̿ڂͽˍɟڂɎɟɿʡ˱ʡ˱ʄͮڂʎɟ̿ڂʡʄʎͮ́͝ڂɿ̵ڂǵ͝͝ɟ˱ʄɟ̿͝ڂǵ˱Ɏͮڂʎɟ́ڂȻˍʡʄǵͮʡ́˱́͝ڂɿڂǵʡ̿ˍʡ˱ɟ͝ڂͽ˱Ɏɟ̿ͮڂʎʡ͝ڂˍǵձڂƗʎʡ̿͝ڂͽˍɟڂǵ̵̵ˍʡɟ͝ڂ́ͮڂ
ǵˍˍڂɿˍʡʄʎͮ́͝ڂɿڂƣձƉձڂǵʡ̿ˍʡ˱ɟ͝հڂǵ˱Ɏڂ́ͮڂɿˍʡʄʎͮ͝ڂ̿́ڂ́ͮڂɿ̿́˪ͮڂʎɟڂƣ˱ʡͮɟɎڂƉͮǵͮɟ͝ڂȻΰڂɿ́̿ɟʡʄ˱ڂǵʡ̿ˍʡ˱ɟ͝ձڂƗʎɟڂHľǃÄSՔԆԐ̵ڂǵ˱Ɏɟ˪ʡɂڂʎǵ͝ڂ
ɂ̿ɟǵͮɟɎ̵́̿ڂΞʡ͝ʡ́˱͝ڂɿ́̿̿ͮڂǵΞɟˍɟ̿̿͝ڂɟʄǵ̿Ɏʡ˱ʄͮڂʎɟڂ˪ǵ˱Ɏǵͮ́̿ΰ͝ڂǵɿɟͮΰ̿ڂɟ̻ͽʡ̿ɟ˪ɟ˱ͮͮ͝ڂ́ͮڂʎ́͝ɟڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ�ʡΞɟ˱ͮڂʎɟڂ
́˱ʄ́ʡ˱ʄڂǵ˱Ɏڂͽ˱ɿ́̿ɟ͝ɟɟ˱ڂɂʎǵ˱ʄɟͮ͝ڂ́ͮڂʎʡ̵͝ڂǵ˱Ɏɟ˪ʡɂհڂɟ̿ڂɟɂ́˪˪ɟ˱ɎڂΞʡ͝ʡͮʡ˱ʄͮڂʎɟڂƣձƉڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂƗ̿ǵ˱̵́̿ͮ͝ǵͮʡ́˱մڂ
Ŵǵ͝͝ɟ˱ʄɟ̿͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂɿ́̿ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ձڂÄ˱ڂǵɎɎʡͮʡ́˱հڂΰ́ͽڂɂǵ˱̿ڂɟǵɂʎ́ڂͽͮͮڂ́ͮڂʎɟڂǵʡ̿ˍʡ˱ɟ͝ڂɎʡ̿ɟɂͮˍΰ̿ڂɟʄǵ̿Ɏʡ˱ʄڂ
ɂͽ̿̿ɟ˱ͮ͝ڂǵɿɟͮΰ̿ڂɟ̻ͽʡ̿ɟ˪ɟ˱ͮ͝ڂ̿́ڂɂ́˱ɂɟ̿˱͝ձڂ

Telecommunications Act
Ɨʎɟڂ�ɟɎɟ̿ǵˍڂH́˪˪ͽ˱ʡɂǵͮʡ́˱͝ڂH́˪˪ʡ͝͝ʡ́˱ڂԲ�HHԼ̿ڂͽˍɟ͝ڂͽ˱Ɏɟ̿ڂƉɟɂͮʡ́˱ڂԇԋԋ́ڂɿͮڂʎɟڂH́˪˪ͽ˱ʡɂǵͮʡ́˱͝ڂ�ɂͮ̿ڂɟ̻ͽʡ̿ɟͮڂɟˍɟ-
communications equipment manufacturers and service providers to make their products and services accessible to 
̵ɟ̵́ˍɟڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂʡɿ͝ڂͽɂʎڂǵɂɂɟ͝͝ڂʡ̿͝ڂɟǵɎʡˍΰڂǵɂʎʡɟΞǵȻˍɟձڂǆʎɟ̿ɟڂǵɂɂɟ͝͝ڂʡ̿͝ڂͮ́˱ڂɟǵɎʡˍΰڂǵɂʎʡɟΞǵȻˍɟհڂ˪ǵ˱ͽɿǵɂͮͽ̿ɟ̿͝ڂ
and service providers must make their devices and services compatible with peripheral devices and specialized 
customer premises equipment that are commonly used by people with disabilities if such compatibility is readily 
ǵɂʎʡɟΞǵȻˍɟձڂ
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Section Four Appendix

Organization Description Website

Social Security  Ŵ̿́ΞʡɎɟ͝ڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮڂɟˍʡʄʡȻʡˍʡͮΰڂǵ˱Ɏڂ ձ͝͝ǵձʄ́ΞՄɎʡ͝ǵȻʡˍʡͮΰՄ
Administrationڂ ǵ̵̵ˍʡɂǵͮʡ́˱̿ڂɟ̻ͽʡ̿ɟ˪ɟ˱ͮ͝ձڂƗʎɟڂƉƉڂ�ɟȻ͝ʡͮɟڂ
 provides answers to frequently asked 
 questions, forms, and online tools to help 
 determine eligibility for certain benefit 
ڂ ̵̿́ʄ̿ǵ˪͝ձ
 
U.S. Department ofڂڂ ڂǵ͝ձˍڂʡʄʎͮ̿͝ڂɎʡ͝ǵȻʡˍʡͮΰڂ́ͮڂʄͽʡɎɟڂ� ձǵɎǵձʄ́ΞՄɂʄͽʡɎɟձʎͮ˪
Justice
Civil Rights Division  

Learning Disabilitiesڂڂ ĖS�՟͝ ڂͽ˱ʡͮʡɟ̵̵ͮ̿́́͝ڂɂ̿ɟǵͮɟڂ́ͮڂʡ͝ڂ˱ʡ͝͝ʡ́˪ڂ ձˍɎǵǵ˪ɟ̿ʡɂǵձ́̿ʄ
Association of America  for success for all individuals affected
ԻĖS�Լ by learning disabilities through support, 
ڂ ɟɎͽɂǵͮʡ́˱հڂǵ˱ɎڂǵɎΞ́ɂǵɂΰձ
 
The Council of Parent  �˱̿́ڂʄǵ˱ʡφǵͮʡ́˱́ڂɿڂǵͮͮ́̿˱ɟΰ͝հڂǵɎΞ́ɂǵͮɟ͝ڂ ձɂ̵́ǵǵձ́̿ʄڂ
Attorneys and  and parents established to improve the
�ɎΞ́ɂǵͮɟ͝ڂԲHľŴ��Լ quality of legal assistance for parents of 
ڂ ɂʎʡˍɎ̿ɟ˱ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ
 
US Department of ڂ Ŵ̿́ΞʡɎɟ͝ڂɿǵɂͮ͝ڂʎɟɟͮ̿͝ڂɟʄǵ̿Ɏʡ˱ʄڂɎʡ͝ǵȻʡˍʡͮΰڂ ձɎ́ˍձʄ́ΞՄ́Ɏɟ̵
ĖǵȻ́̿ڂԲSľĖԼڂľɿɿʡɂɟ́ڂɿ  issues, discrimination, and legal rights
Disability  Employment 
Ŵ́ˍʡɂΰڂԲľS^ŴԼ
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http://www.ssa.gov/disability/
http://www.ada.gov/cguide.htm
http://www.ldaamerica.org
http://www.copaa.org
http://www.dol.gov/odep


Section Five: Early intervention
What are Early Intervention services under IDEA?
ͽ́�ڂ˱Ɖɟɂͮʡ́ڂ˱ʡڂɎʡ͝ɂͽ͝͝ɟɎڂ͝� հ̿ͮڂʎɟڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ^Ɏͽɂǵͮʡ́˱ڂ�ɂͮڂԇԅԅԊڂԻÄS^ڂ�ԇԅԅԊԼڂʡ͝ڂǵ˱ڂɟɎͽɂǵͮʡ́˱ڂˍǵڂ
designed to ensure that children with disabilities in the general education setting to the “maximum extent that is 
ǵ̵̵̵̿́̿ʡǵͮɟڂǵ˱Ɏڂ˪ǵ˅ɟڂ˪ɟǵ˱ʡ˱ʄɿͽˍ̵́̿ڂʄ̿ɟͮ͝͝ڂʎ̿́ͽʄʎڂǵڂɿ̿ɟɟڂǵ̵̵̵̿́̿ʡǵͮɟ̵ڂͽȻˍʡɂڂɟɎͽɂǵͮʡ́˱ڂԲ��Ŵ^Լձդڂ

Who do I contact first for help?
Äͮڂʡ̿͝ڂɟɂ́˪˪ɟ˱ɎɟɎͮڂʎǵͮڂɿǵ˪ʡˍʡɟ͝ڂʎ́ڂʎǵΞɟ̿ڂɟɂɟʡΞɟɎڂǵڂɎʡǵʄ˱́͝ʡ́͝ڂɿڂƗƉHڂȻɟڂɟΞǵˍͽǵͮɟɎڂɿ́̿ڂɟǵ̿ˍΰڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂ
ǵ͝ڂ˱́́͝ڂǵ̵́͝͝͝ڂʡȻˍɟձڂ^ǵɂʎͮ͝ڂǵͮɟڂɎɟͮɟ̿˪ʡ˱ɟ͝ڂʎʡɂʎ́ڂɿڂʡͮ͝ڂǵʄɟ˱ɂʡɟ͝ڂʡˍˍڂȻɟͮڂʎɟڂˍɟǵɎڂǵʄɟ˱ɂΰڂʡ˱̵́̿ڂΞʡɎʡ˱ʄڂɟǵ̿ˍΰڂʡ˱ͮɟ̿Ξɟ˱-
ͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂɿ́̿ڂʡ˱ɿǵ˱ͮ͝ڂǵ˱Ɏ́ͮڂɎɎˍɟ̿͝ڂɟˍʡʄʡȻˍɟڂɿ́̿ڂ^ǵ̿ˍΰڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ձڂǃʡ͝ʡͮͮڂʎɟڂHɟ˱ͮɟ̿͝ڂɿ́̿ڂSʡ͝ɟǵ͝ɟڂH́˱ͮ̿́ˍڂ
and Prevention website for state-specific contact information; you can find its information in the appendix of this 
͝ɟɂͮʡ́˱ձ
 
ǆʎɟ˱ڂɂ́˱ͮǵɂͮʡ˱ʄͮڂʎɟڂǵ̵̵̵̿́̿ʡǵͮɟڂǵʄɟ˱ɂΰڂɿ́̿ڂΰ́ͽ̿ͮ͝ڂǵͮɟڂΰ́ͽڂʡˍˍڂȻɟڂǵ͝˅ɟɎ̵́̿ڂ́ͮڂΞʡɎɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ͮڂ˱́ڂʎɟ̿ڂɟǵ́͝˱ڂɿ́̿ڂ
ͮʎɟڂ^ǵ̿ˍΰڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱̿ڂɟɿɟ̿̿ǵˍձڂƗʎɟڂɂǵ͝ɟڂʡˍˍͮڂʎɟ˱ڂȻɟڂǵ͝͝ʡʄ˱ɟɎڂ́ͮڂǵ͝ڂɟ̿Ξʡɂɟڂɂ́́̿Ɏʡ˱ǵͮ́̿ڂ̿́ڂɂǵ͝ɟڂ˪ǵ˱ǵʄɟ̿ͮڂʎǵͮڂʡˍˍڂ
͝ɂʎɟɎͽˍɟڂǵ˱ڂʡ˱ͮǵ˅ɟڂ˪ɟɟͮʡ˱ʄձ́�ڂˍˍ́ʡ˱ʄͮڂʎɟڂʡ˱ͮǵ˅ɟڂ˪ɟɟͮʡ˱ʄڂǵ˱ڂɟΞǵˍͽǵͮʡ́˱ڂǵ˱Ɏڂǵ͝͝ɟ͝͝˪ɟ˱ͮڂʡˍˍڂȻɟ͝ڂɂʎɟɎͽˍɟɎձڂ

What is an Individualized Family Service Plan?
�ɿͮɟ̿ͮڂʎɟڂɟΞǵˍͽǵͮʡ́˱հڂΰ́ͽڂʡˍˍڂ˪ɟɟͮڂʡͮʎͮڂʎɟͮڂɟǵ˪́ڂɿ̵́̿ڂɿɟ͝͝ʡ́˱ǵˍ̿͝ڂ́ͮڂɟΞʡɟͮڂʎɟ̿ڂɟ͝ͽˍͮ͝ڂǵͮڂǵ˱ڂɟˍʡʄʡȻʡˍʡͮΰڂ˪ɟɟͮʡ˱ʄձڂƗʎɟڂ
ʄͽʡɎʡ˱ʄ̵̿ڂʡ˱ɂʡ̵ˍɟ́ڂɿͮڂʎɟڂÄ˱ɎʡΞʡɎͽǵˍʡφɟɎڂ�ǵ˪ʡˍΰڂƉɟ̿ΞʡɂɟڂŴˍǵ˱ڂՊ́ڂɿͮɟ˱̿ڂɟɿɟ̿̿ɟɎڂ́ͮڂǵͮ͝ڂʎɟڂÄ�ƉŴڂՕڂʡͮ͝ڂʎǵͮͮڂʎɟڂɿǵ˪ʡˍΰڂʡͮ͝ڂʎɟڂ
ɂʎʡˍɎ՟͝ ڂ˱ɂʎʡˍɎ̿ɟڂͽ̵̵́̿ͮ͝ڂ́ͮڂǵΰڂȻɟͮ͝ڂƗʎɟڂɿǵ˪ʡˍΰձڂʎɟͮڂɿ́ڂʎ́͝ɟͮڂ́ͮڂʡɟɎͮڂɂˍ́͝ɟˍΰڂǵ̿ɟڂɟɟɎ͝˱ڂʎʡ͝Մʎɟ̿ڂǵ˱Ɏڂɟ́͝ͽ̿ɂɟհ̿ڂʄ̿ɟǵͮɟͮ͝ڂ
ǵ˱Ɏڂ˪ɟɟͮͮڂʎɟʡ̿ڂ˱ɟɟɎ͝ڂʡ͝͝ڂ́ͮڂͽ̵̵́̿ͮڂǵ˱ɎڂȻͽʡˍɎڂͽ̵́˱ͮڂʎɟڂʡ˱ɎʡΞʡɎͽǵˍ̿ͮ͝ڂɟ˱ʄͮʎ́͝ڂɿͮڂʎɟʡ̿ڂɿǵ˪ʡˍΰձڂƗʎɟڂÄ�ƉŴڂʡ͝ڂǵڂʎ́ˍɟڂɿǵ˪ʡˍΰڂ
̵ˍǵ˱ڂʡͮʎͮڂʎɟ̵ڂǵ̿ɟ˱ͮ͝ڂǵͮ͝ڂʎɟڂͮ́͝˪ڂʡ˪̵́̿ͮǵ˱̵ͮڂǵ̿ͮ́ڂɿͮڂʎɟڂÄ�ƉŴͮڂɟǵ˪ձڂSɟ̵ɟ˱Ɏʡ˱ʄͮڂ˱́ڂʎɟڂɂʎʡˍɎ՟͝ -˱Ä˱ͮɟ̿Ξɟڂǵ̿ˍΰ^ڂɟɟɎ͝հ˱ڂ
tion services might include family training, counseling and home visits; occupational, physical, or speech therapy; 
hearing loss services; health, nutrition, social work, and assistance with service coordination; assistive technology 
ɎɟΞʡɂɟ͝ڂǵ˱Ɏ͝ڂɟ̿Ξʡɂɟ͝նڂǵ˱Ɏ̿ͮڂǵ˱̵́̿ͮ͝ǵͮʡ́˱ձ

ƗʎɟڂÄ�ƉŴڂʡˍˍڂɎɟ͝ɂ̿ʡȻɟͮڂʎɟڂɿ́ˍˍ́ʡ˱ʄմ
ڂ ڂ Ŵ̿ɟ͝ɟ˱ͮڂˍɟΞɟˍ́͝ڂɿڂɎɟΞɟˍ̵́˪ɟ˱ͮڂ
ڂ ڂ �ǵ˪ʡˍΰڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂԲʡͮʎ̵ڂǵ̿ɟ˱ͮ͝՟ڂǵʄ̿ɟɟ˪ɟ˱ͮԳ
ڂ ڂ Ɖɟ̿Ξʡɂɟ͝ڂΰ́ͽ̿ڂɂʎʡˍɎڂʡˍˍ̿ڂɟɂɟʡΞɟڂʎɟ˱ڂǵ˱Ɏڂʎɟ̿ɟͮڂʎɟΰڂʡˍˍ̿ڂɟɂɟʡΞɟͮڂʎɟ˪նڂǵ˱Ɏڂʎ́ڂʡˍˍڂɎɟˍʡΞɟ̿ͮڂʎɟ͝ڂɟ̿Ξʡɂɟ͝
ڂ ڂ Ɖͮɟ̵͝ڂ́ͮڂȻɟͮڂǵ˅ɟ˱͝ڂ́ͮڂͽ̵̵́̿ͮڂʎʡ͝ڂ̿́ڂʎɟ̿̿ͮڂǵ˱͝ʡͮʡ́˱ڂ́ͮڂǵ˱́ͮʎɟ̵̿́̿ڂʄ̿ǵ˪

ƗʎɟڂÄ�ƉŴڂ˪ǵΰڂǵˍ́͝ڂʡɎɟ˱ͮʡɿΰ͝ڂɟ̿Ξʡɂɟͮ͝ڂʎɟڂɿǵ˪ʡˍΰڂ˪ǵΰڂȻɟڂɟˍʡʄʡȻˍɟڂɿ́ հ̿ڂʡ˱ɂˍͽɎʡ˱ʄڂɿʡ˱ǵ˱ɂʡǵˍ
ʡ˱ɿ́̿˪ǵͮʡ́˱ڂ̿́ڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂǵȻ́ͽͮ̿ڂǵʡ͝ʡ˱ʄڂǵڂɂʎʡˍɎڂʡͮʎڂǵڂɎʡ͝ǵȻʡˍʡͮΰձڂ

Early childhood transition
ڂʎɟͮڂԉհڂɿ́ڂǵʄɟڂʎɟͮڂɟǵɂʎʡ˱ʄ̿ڂɎɎˍɟ̿́ͮڂǵڂ́ͮڂʡ̵́̿̿ڂƉͮǵͮɟԳڂʎɟͮڂ˱́ڂɎɟ̵ɟ˱Ɏʡ˱ʄڂʎͮ͝˱́˪ڂʡΫ͝ڂ́ͮڂͽ̵ڂԲ́̿ڂɎǵΰ͝ڂɂǵˍɟ˱Ɏǵ̿ڂԐԅڂɟǵͮ͝ˍڂͮ�
̿ɟ̵́͝˱͝ʡȻˍɟڂǵʄɟ˱ɂΰ֡́ڂɿڂ^ǵ̿ˍΰڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂ˪ͽͮ͝ڂ˱́ͮʡɿΰͮڂʎɟ͝ڂɂʎ́́ˍڂɎʡͮ̿͝ʡɂͮڂʎɟ̿ɟͮڂʎɟڂɂʎʡˍɎڂˍʡΞɟͮ͝ڂʎǵͮͮڂʎɟڂɂʎʡˍɎڂ
ʡˍˍڂȻɟڂɟˍʡʄʡȻˍɟڂɿ̵́̿̿ڂɟ͝ɂʎ́́ˍ͝ڂɟ̿Ξʡɂɟ͝ڂͽ˱Ɏɟ̿ڂÄS^ڂ�ԇԅԅԊձڂƣ˱Ɏɟ̿ڂÄS^ͮڂ�ʎɟڂˍɟǵɎڂǵʄɟ˱ɂΰڂ˪ͽͮ͝ڂɟ˱͝ͽ̿ɟڂǵ͝ڂ˪́́ͮʎ̿ͮڂǵ˱͝ʡ-
ͮʡ́˱ڂǵ˱ɎڂɟΞǵˍͽǵͮʡ́˱́ڂɿڂɟǵɂʎڂɂʎʡˍɎڂɟˍʡʄʡȻˍɟڂɿ́̿͝ڂɂʎ́́ˍڂǵʄɟ͝ڂɟ̿Ξʡɂɟ͝ڂͽ˱Ɏɟ̿ڂÄS^ڂ�ԇԅԅԊձ

*Each State is different regarding which public agency is responsible for the implementation of early childhood 
ͽ˱Ɏɟ̿ڂŴǵ̿ɟ˱ͮڂH́ڂɿڂÄS^ڂ�ԇԅԅԊձڂԻ ɟǵˍͮʎڂSɟ̵ǵ̿ͮ˪ɟ˱ͮհڂSSڂԻSɟΞɟˍ̵́˪ɟ˱ͮǵˍڂSʡ͝ǵȻʡˍʡͮΰԳڂH́ͽ˱ɂʡˍհڂƉɂʎ́́ˍڂSʡͮ̿͝ʡɂͮԳձ
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Section Five Appendix

Organization Description Website

HSHյڂ^ǵ̿ˍΰڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱ڂ ^ǵ̿ˍΰڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱ڂɂ́˱ͮǵɂͮڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂڂ ձɂɎɂձʄ́ΞՄ˱ɂȻɎɎɎՄǵɂͮɟǵ̿ˍΰՄ̵ǵ̿ɟ˱ͮ͝Մڂ ڂ
ڂ Ȼΰͮ͝ڂǵͮɟձڂ ͮ͝ǵͮɟՈͮɟΫͮձʎͮ˪ˍ

Zero to Threeڂ ڂڂʎǵͮͮڂ˱ʄǵ˱ʡφǵͮʡ́̿́ڂɿʡ̵ͮ́̿˱́˱ڂǵͮʡ́˱ǵˍհ˱ڂ� ձφɟ̿́ͮ́ͮʎ̿ɟɟձ́̿ʄ
 provides resources in the first three 
ڂ ΰɟǵ̿́͝ڂɿڂˍʡɿɟձڂƗʎɟʡ̿ڂʄ́ǵˍڂʡ̿ͮ͝͝ڂ́ͮڂɟ˱ʄͮʎɟ˱ڂ
 and support families, practitioners, and 
 communities to promote the healthy 
ڂ ɎɟΞɟˍ̵́˪ɟ˱ͮ́ڂɿڂȻǵȻʡɟ͝ڂǵ˱Ɏ́ͮڂɎɎˍɟ̿͝ձ
 
Teaching Strategiesڂ Ɨʎʡ̵͝ڂͽȻˍʡ͝ʎʡ˱ʄڂǵ˱Ɏ̿ͮڂǵʡ˱ʡ˱ʄڂɂ́˪̵ǵ˱ΰ՟͝ ڂڂ ձͮɟǵɂʎʡ˱ʄͮ̿͝ǵͮɟʄʡɟ͝ձɂ́˪
 mission is to offer high quality early 
 childhood curriculum materials, training 
ڂ ˪ǵͮɟ̿ʡǵˍ͝ڂǵ˱Ɏ̵ڂǵ̿ɟ˱ͮʡ˱ʄ̿ڂɟ́͝ͽ̿ɂɟ͝ձ
 
The Division for Earlyڂڂ Ŵ̿́˪́ͮɟ̵́͝ڂˍʡɂʡɟ͝ڂǵ˱ɎڂǵɎΞǵ˱ɂɟ͝ڂ ձɎɟɂՈ̵͝ɟɎձ́̿ʄ
HʎʡˍɎʎ́́ɎڂԲS^HԼ́ڂɿͮڂʎɟ  evidence-based practices that support
Council for Exceptional  families and enhance the optimal
HʎʡˍɎ̿ɟ˱ڂԲH^HԼڂ ɎɟΞɟˍ̵́˪ɟ˱ͮ́ڂɿڂΰ́ͽ˱ʄڂɂʎʡˍɎ̿ɟ˱ڂԲԅՔԏԼڂ
 who have or are at risk for developmental 
ڂ Ɏɟˍǵΰ͝ڂǵ˱ɎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձ
 
National Associationڂڂ Ɨʎɟڂ˱ǵͮʡ́˱՟͝ ڂɿ́ڂ˱ʄǵ˱ʡφǵͮʡ́̿́ڂǵ̿ʄɟͮ͝ˍڂ ձ˱ǵɟΰɂձ́̿ʄ
for the Education of professionals dedicated to improving the 
Young Children quality of early childhood education 
 programs for children birth through 
ڂ ǵʄɟڂԏձڂǆɟȻ͝ʡͮɟڂʡ˱ɂˍͽɎɟ͝ڂǵ͝ڂɟɂͮʡ́˱ڂɿ́̿ڂ
ڂ ̵ǵ̿ɟ˱ͮ͝ձ
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http://www.cdc.gov/ncbddd/actearly/parents/state-text.html
http://www.cdc.gov/ncbddd/actearly/parents/state-text.html
http://www.zerotothree.org
http://www.teachingstrategies.com
http://www.dec-sped.org
http://www.naeyc.org


Section Six: Educational rights
Services under IDEA
ͽ́�ڂ˱Ɖɟɂͮʡ́ڂ˱ʡڂɎʡ͝ɂͽ͝͝ɟɎڂ͝� հ̿ͮڂʎɟڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ^Ɏͽɂǵͮʡ́˱ڂ�ɂͮڂԲÄS^�Լڂʡ͝ڂǵڂˍǵͮڂʎǵͮڂ˪ǵ˅ɟ͝ڂǵΞǵʡˍǵȻˍɟڂ
a free appropriate public education to eligible children with disabilities throughout the nation and ensures special 
ɟɎͽɂǵͮʡ́˱ڂǵ˱Ɏ̿ڂɟˍǵͮɟɎ͝ڂɟ̿Ξʡɂɟͮ͝ڂ́ͮڂʎ́͝ɟڂɂʎʡˍɎ̿ɟ˱ձڂƗʎɟڂÄS^ڂ�ʄ́Ξɟ̿˱͝ڂʎ́ͮ͝ڂǵͮɟ͝ڂǵ˱Ɏ̵ڂͽȻˍʡɂڂǵʄɟ˱ɂʡɟ̵́̿͝ڂΞʡɎɟڂɟǵ̿ˍΰڂ
ʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱հ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱հڂǵ˱Ɏ̿ڂɟˍǵͮɟɎ͝ڂɟ̿Ξʡɂɟ͝ڂ́ͮڂɟˍʡʄʡȻˍɟڂʡ˱ɿǵ˱ͮ͝հ́ͮڂɎɎˍɟ̿͝հڂɂʎʡˍɎ̿ɟ˱ڂǵ˱Ɏڂΰ́ͽͮʎڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ
Navigating the educational journey with TSC can be overwhelming, but resources and support are available to assist 
ʡ˱ͮڂʎɟ̵́̿ڂɂɟͮ͝͝ڂʎ̿́ͽʄʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟձڂ

Special education is instruction specifically designed to meet the unique needs of children who have disabilities and 
ʡ̵́̿͝ڂΞʡɎɟɎڂǵͮڂ́˱ڂɂ̵́ͮ͝ڂ́ͮڂǵ̿ɟ˱ͮ͝ձڂƗʎʡ͝ڂɂǵ˱ڂʡ˱ɂˍͽɎɟ̵͝ڂɟɂʡǵˍڂʡ˱ͮ̿͝ͽɂͮʡ́˱ڂʡ˱ͮڂʎɟڂɂˍǵ̿́́͝͝˪հڂʎ́˪ɟհڂʎ̵́͝ʡͮǵˍͮ́͝ڂ̿́ڂʎɟ̿͝ڂɟͮ-
ͮʡ˱ʄ͝ձڂ�ڂƗƉHڂɎʡǵʄ˱́͝ʡ͝ڂǵˍ́˱ɟڂɎ́ɟ͝ڂͮ́˱ڂ˪ɟǵ˱ڂǵڂɂʎʡˍɎڂʡˍˍڂǵͽͮ́˪ǵͮʡɂǵˍˍΰ̻ڂͽǵˍʡɿΰ̿ڂ́ͮڂɟɂɟʡΞɟ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂʡ˱ڂ
͝ɂʎ́́ˍձڂƗʎɟڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ^Ɏͽɂǵͮʡ́˱ڂ�ɂͮ́ڂɿڂԇԅԅԊ̿ڂɟ̻ͽʡ̿ɟ̵͝ڂͽȻˍʡɂ͝ڂɂʎ́́ˍ̵́̿͝ڂ́ͮڂΞʡɎɟ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂ
͝ɟ̿Ξʡɂɟ͝ڂ́ͮڂɂʎʡˍɎ̿ɟ˱ڂǵʄɟ͝ڂԉڂ́ͮڂԇԆڂʎ́ڂ˪ɟɟͮڂɂɟ̿ͮǵʡ˱ڂɂ̿ʡͮɟ̿ʡǵձڂƗ̻́ڂͽǵˍʡɿΰհڂǵͮ͝ڂͽɎɟ˱ͮڂ˪ͽͮ͝մ
ڂ ڂ  ǵΞɟڂǵڂɎ́ɂͽ˪ɟ˱ͮɟɎڂɎʡ͝ǵȻʡˍʡͮΰڂʡ˱́ڂ˱ɟ́ڂɿͮڂʎɟڂԆԉڂɎ́ɂͽ˪ɟ˱ͮɟɎڂɂǵͮɟʄ́̿ʡɟ͝ڂɂ́Ξɟ̿ɟɎڂȻΰڂÄS^ڂ�Բΰ́ͽڂɂǵ˱ڂɿʡ˱Ɏͮڂʎɟڂ
ڂ ڂ ɂǵͮɟʄ́̿ʡɟ͝ڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱Գհڂǵ˱Ɏ
ڂ ڂ ĩɟɟɎ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂʡ˱̿́ڂɎɟ̿ڂ́ͮڂǵɂɂɟͮ͝͝ڂʎɟڂʄɟ˱ɟ̿ǵˍڂɟɎͽɂǵͮʡ́˱ڂɂͽ̿̿ʡɂͽˍͽ˪

Äɿڂΰ́ͽ̿ڂɂʎʡˍɎڂʡ͝ڂͮ́˱ڂɂͽ̿̿ɟ˱ͮˍΰ̿ڂɟɂɟʡΞʡ˱ʄڂɟǵ̿ˍΰڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱̵͝ڂ̿́ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝հڂǵ˱Ɏڂΰ́ͽͮڂʎʡ˱˅ͮڂʎɟΰڂ˪ǵΰڂ˱ɟɟɎڂ
ͮʎɟ͝ɟ͝ڂɟ̿Ξʡɂɟ͝հͮڂʎɟڂɿʡ̿ͮͮ͝͝ڂɟ̵ڂʡ͝ڂ́ͮڂɿʡ˱Ɏ́ڂͽͮڂʡɿڂΰ́ͽ̿ڂɂʎʡˍɎڂʎǵ͝ڂǵڂɎʡ͝ǵȻʡˍʡͮΰڂǵ͝ڂɎɟɿʡ˱ɟɎڂȻΰͮڂʎɟڂÄS^ڂ�Ȼΰ̿ڂɟ̻ͽɟͮ͝ʡ˱ʄڂǵ̵͝ڂɟ-
ɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂɟΞǵˍͽǵͮʡ́˱ձڂ

School evaluations 
Ɨ́ڂʡ˱ʡͮʡǵͮɟͮڂʎɟ̵́̿ڂɂɟ͝͝հڂΰ́ͽڂʡˍˍڂ˱ɟɟɎ̿ڂ́ͮڂɟ̻ͽɟͮ͝ڂʡ˱ڂ̿ʡͮʡ˱ʄڂǵ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂɟΞǵˍͽǵͮʡ́˱ձڂƗʎɟڂˍɟͮͮɟ̿͝ڂʎ́ͽˍɎڂʡ˱ɂˍͽɎɟڂ
ͮʎɟͮڂɟǵɂʎɟ հ̿ͮڂʎɟ̵̿ڂʡ˱ɂʡ̵ǵˍڂǵ˱Ɏͮڂʎɟ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂɎʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟ͝ڂɂʎ́́ˍձڂĖɟͮͮڂʎɟ˪ڂ˅˱́ڂΰ́ͽͮڂʎʡ˱˅ڂΰ́ͽ̿ڂɂʎʡˍɎڂʎǵ͝ڂ
ǵڂɎʡ͝ǵȻʡˍʡͮΰڂǵ˱Ɏڂ˪ʡʄʎͮڂ˱ɟɟɎ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂͽ̵̵́̿ͮձͮڂ˅͝�ڂʎɟ͝ڂɂʎ́́ˍڂ́ͮڂɟΞǵˍͽǵͮɟڂΰ́ͽ̿ڂɂʎʡˍɎڂǵ͝ڂ˱́́͝ڂǵ̵́͝͝͝ڂʡȻˍɟձڂ
Ǔ́ͽڂɂǵ˱ڂΞʡɟڂǵ͝ڂǵ˪̵ˍɟͮڂɟ˪̵ˍǵͮɟڂˍɟͮͮɟ̿ڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱̿ڂ́ͮڂɟ̻ͽɟͮ͝ڂǵ˱ڂɟΞǵˍͽǵͮʡ́˱ձڂƗʎɟ͝ڂɂʎ́́ˍڂ˪ǵΰڂǵˍ́͝ڂ
ǵ̵̵̿́ǵɂʎڂΰ́ͽڂǵȻ́ͽͮͮڂʎɟڂ˱ɟɟɎڂɿ́̿ڂǵ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂɟΞǵˍͽǵͮʡ́˱ձ

The school may not think your child has a disability that requires special education services and can refuse a re-
̻ͽɟͮ͝ڂɿ́̿ڂǵ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂɟΞǵˍͽǵͮʡ́˱ձڂƗʎɟ͝ڂɂʎ́́ˍڂ˪ͽ̵ͮ́̿͝ڂΞʡɎɟͮڂʎɟڂɎɟɂʡ͝ʡ́˱ڂʡ˱ڂ̿ʡͮʡ˱ʄհڂǵ͝ڂɟˍˍڂǵ͝ڂǵڂɂ́ʄɟ˱ͮ̿ڂɟǵ́͝˱ڂ
ɿ́̿ͮڂʎɟ̿ڂɟɿͽ͝ɟɎڂɟΞǵˍͽǵͮʡ́˱ձڂÄɿͮڂʎɟ͝ڂɂʎ́́ˍ̿ڂɟɿͽ͝ɟ͝ڂ́ͮڂɟΞǵˍͽǵͮɟڂΰ́ͽ̿ڂɂʎʡˍɎհͮڂʎɟ̿ɟڂǵ̿ɟͮڂ́ͮڂʎʡ˱ʄ͝ڂΰ́ͽڂɂǵ˱ڂɎ́ڂʡ˪˪ɟɎʡǵͮɟˍΰմ

ڂ Ԇձڂ ڂԲͮʎɟڂǵɿɟʄͽǵ̿Ɏ͝͝ڂˍɂɟɎͽ̿ǵ̵́̿ڂΰ́ͽ̿ڂǵ˱Ɏڂʡɂʡɟ͝ˍ̵́ڂ˱ɟɎͽɂǵͮʡ́ڂˍɟɂʡǵ̵͝ڂȻ́ǵ̿ɎՈǵ̵̵̿́ΞɟɎڂʎɟͮڂɿ́̿ڂˍɂʎ́́͝ڂʎɟͮڂ˅͝�
̿ʡʄʎͮ͝ڂǵ˱Ɏ̵́̿ڂɂɟɎͽ̿ɟ͝ڂɿ̵́̿ڂǵ̿ɟ˱ͮ͝ڂʎ́ڂɎʡ͝ǵʄ̿ɟɟڂʡͮʎڂɎɟɂʡ͝ʡ́˱͝ڂ˪ǵɎɟڂȻΰͮڂʎɟ͝ڂɂʎ́́ˍ͝ڂΰͮ͝ɟ˪ԳձڂƗʎɟ͝ɟڂ˪ǵͮɟ̿ʡǵˍ͝ڂ
́ͽͮˍʡ˱ɟͮڂʎɟͮ͝ڂɟ̵ͮ͝ڂ́ͮڂǵ˅ɟڂɿ́̿ڂɎʡ̵͝ͽͮɟ̿ڂɟ́͝ˍͽͮʡ́˱̵ͮ́ڂʡ́˱͝ڂɿ̵́̿ڂǵ̿ɟ˱ͮ͝Մɂǵ̿ɟʄʡΞɟ̿͝ڂʎɟ˱ͮڂʎɟΰڂɎʡ͝ǵʄ̿ɟɟڂʡͮʎͮڂʎɟڂ
͝ɂʎ́́ˍڂɎɟɂʡ͝ʡ́˱ձڂƗʎɟΰڂʡ˱ɂˍͽɎɟڂɂǵˍˍʡ˱ʄڂǵڂ˪ɟɟͮʡ˱ʄڂʡͮʎͮڂʎɟ͝ڂɂʎ́́ˍ̵ڂɟ̿́͝˱˱ɟˍհڂ̿́ڂ˪́̿ɟڂɿ́̿˪ǵˍڂɎʡ̵͝ͽͮɟ̿ڂɟ́͝ˍͽͮʡ́˱ڂ
̵́ͮʡ́˱͝Գڂˍʡ˅ɟͮ͝ڂǵͮɟڂɂ́˪̵ˍǵʡ˱ͮհڂ˪ɟɎʡǵͮʡ́˱հڂɎͽɟ̵́̿ڂɂɟ͝͝հڂʎʡɂʎڂ˪ǵΰ̿ڂɟ̻ͽʡ̿ɟڂǵ˱ڂǵͮͮ́̿˱ɟΰձڂÄɿڂΰ́ͽڂ˱ɟɟɎ͝ڂͽ̵̵́̿ͮհڂ
̵ˍɟǵ͝ɟ̿ڂɟǵɂʎ́ڂͽͮͮڂ́ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂΞʡǵڂÄ^ŴڂÄ˱ͮǵ˅ɟڂ˪̿́�ڂǵͮڂձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄʡɟ̵Ոʡ˱ͮǵ˅ɟՈɿ́̿˪ձڂÄɿڂΰ́ͽڂɎ́ڂ
ɂ́˪̵ͽͮɟڂǵڂ́ͮڂǵɂɂɟ͝͝ڂʎǵΞɟڂͮ́˱ հ̿ڂɂ́˱ͮǵɂͮڂƉʎɟˍˍΰڂġɟʡͮφˍɟ̿ڂǵͮ͝ڂ˪ɟʡͮφˍɟ̿Ժͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄڂ̿́ڂԆՔԏԅԅՔԇԇԋՔԍԏԎԇձ

ڂ ԇձڂ Ǔ́ͽڂɂǵ˱̵̿ڂʡΞǵͮɟˍΰ̵ڂǵΰڂɿ́̿ڂǵ˱ڂÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂ^Ɏͽɂǵͮʡ́˱ڂ^Ξǵˍͽǵͮʡ́˱ڂԲÄ^^Լ͝ڂ́ͮڂʎ́ͮڂʎɟڂ˱ɟɟɎڂɿ̵́̿͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂ
͝ɟ̿Ξʡɂɟ͝ձڂÄɿڂΰ́ͽڂɂʎ́́͝ɟ̵ڂ́ͮڂǵΰڂɿ́̿ڂǵ˱ڂÄ^^ڂ˪ǵ˅ɟ͝ڂͽ̿ɟͮڂʎɟڂɟΞǵˍͽǵͮ́̿ڂ˅˱́ͮ͝ڂʎɟڂɟΞǵˍͽǵͮʡ́˱ڂ˪ͽͮ͝ڂ˪ɟɟͮͮڂʎɟ͝ڂɂʎ́́ˍڂ
Ɏʡͮ̿͝ʡɂͮ՟͝ ڂʡͮڂȻͽͮڂÄ^^հڂʎɟͮڂɿ́ڂɿʡ˱Ɏʡ˱ʄ͝ڂ̿́ڂ͝˱ɟɂ́˪˪ɟ˱Ɏǵͮʡ́̿ڂʎɟͮڂͮ˱ʡ˪̵ˍɟ˪ɟڂ́ͮڂɟ̻ͽʡ̿ɟɎ̿ڂͮ́˱ڂʡ͝ڂˍɂʎ́́͝ڂƗʎɟڂɂ̿ʡͮɟ̿ʡǵձڂ
˪ͽͮ͝ڂɂ́˱͝ʡɎɟ̿ͮڂʎɟڂɎǵͮǵڂʡ˱ڂɎɟɂʡɎʡ˱ʄڂʡɿڂΰ́ͽ̿ڂɂʎʡˍɎڂ˱ɟɟɎ͝͝ڂɟ̿Ξʡɂɟ͝ձ

ǆʎɟ˱ͮڂʎɟ͝ڂɂʎ́́ˍڂǵ̵̵̿́Ξɟͮ͝ڂʎɟ̿ڂɟ̻ͽɟͮ͝ڂ́ͮڂɟΞǵˍͽǵͮɟڂȻɟɿ́̿ɟڂǵ˱ΰͮʎʡ˱ʄڂɂǵ˱ڂȻɟʄʡ˱հͮڂʎɟ͝ڂɂʎ́́ˍڂʡˍˍڂ˱ɟɟɎڂ̿ʡͮͮɟ˱ڂɂ́˱͝ɟ˱ͮձڂ
Äͮڂʡˍˍ̵́̿ڂΞʡɎɟڂǵڂŴɟ̿˪ʡ͝͝ʡ́˱ڂ́ͮڂ^Ξǵˍͽǵͮɟڂɿ́̿˪ͮڂʎǵͮڂ˪ͽͮ͝ڂȻɟ͝ڂʡʄ˱ɟɎڂǵ˱Ɏ̿ڂɟͮͽ̿˱ɟɎձڂÄͮڂʡ͝ڂʄ́́Ɏ̵̿ڂǵɂͮʡɂɟڂ́ͮڂ˪ǵ˅ɟڂɂ̵́ʡɟ́͝ڂɿڂ
all documents, making sure you have accurate up-to-date records and ensure timelines and next steps are being 
ɂǵ̿̿ʡɟɎ́ڂͽͮڂȻΰڂʎ́˪ɟΞɟ̿ڂʡ̿͝ڂɟ̵́͝˱͝ʡȻˍɟձڂƗʎɟڂɟΞǵˍͽǵͮʡ́˱̵́̿ڂɂɟ͝͝ڂɂǵ˱ͮڂǵ˅ɟڂͽ̵ڂ́ͮڂԍԅڂɎǵΰ͝ڂǵ˱ɎڂΞǵ̿ʡɟ͝ڂȻΰͮ͝ڂǵͮɟڂȻǵ͝ɟɎڂ
ڂɟʄͽˍǵͮʡ́˱͝ձ̿ڂ˱́

Ɨ́ڂʄɟ̵ͮ͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂǵڂɂʎʡˍɎڂ˪ͽͮ͝ڂȻɟڂɟΞǵˍͽǵͮɟɎڂǵ˱ɎڂɎɟͮɟ̿˪ʡ˱ɟɎڂɟˍʡʄʡȻˍɟڂʡ˱́ڂ˱ɟ́ڂɿͮڂʎɟڂԆԉ̻ڂͽǵˍʡɿΰʡ˱ʄڂ
ɂǵͮɟʄ́̿ʡɟ͝ձڂƗʎɟڂɿ́ˍˍ́ʡ˱ʄ̵́̿ڂɂɟɎͽ̿ɟ͝ڂ˪ͽͮ͝ڂȻɟڂǵɎʎɟ̿ɟɎڂ́ͮڂʡ˱ڂɟΞǵˍͽǵͮʡ˱ʄڂǵ˱Ɏ̻ڂͽǵˍʡɿΰʡ˱ʄڂǵڂɂʎʡˍɎڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮΰڂͽ˱Ɏɟ̿ڂ
ÄS^ڂ�ԇԅԅԊձ

39ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿
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ڂͽͮ͝մ˪ڂ͝˱ɟΞǵˍͽǵͮʡ́ڂ̿́ڂɟͮ͝ʡ˱ʄͮڂˍˍ�
ڂ ڂ ĩ́ͮڂɎʡ͝ɂ̿ʡ˪ʡ˱ǵͮɟڂȻǵ͝ɟɎ̿ڂ˱́ڂǵɂɟڂ̿́ڂɂͽˍͮͽ̿ɟڂ
ڂ ڂ @ɟڂʄʡΞɟ˱ڂʡ˱ͮڂʎɟڂɂʎʡˍɎ՟͝ ڂ́͝ڂɎ́ڂ́ͮڂɿɟǵ͝ʡȻˍɟڂͮ́˱ڂɂˍɟǵ̿ˍΰڂʡ͝ڂʡͮڂͽ˱ˍɟ͝͝ڂ˱ɂ́˪˪ͽ˱ʡɂǵͮʡ́ڂɿ́ڂɎɟ́˪ڂ̿́ڂǵ˱ʄͽǵʄɟˍڂǵͮʡΞɟ˱ڂ
ڂ ڂ ƣ͝ɟڂǵڂΞǵ̿ʡɟͮΰ́ڂɿڂ͝ˍ́́ͮڂǵ˱Ɏ̿ͮ͝ڂǵͮɟʄʡɟ͝ڂ
ڂ ڂ @ɟڂΞǵˍʡɎǵͮɟɎڂɿ́̿ͮڂʎɟ̵ڂͽ̵̿́͝ɟڂͽ͝ɟɎڂ
ڂ ڂ @ɟڂʄʡΞɟ˱ڂȻΰ̵ڂɟ̿́͝˱̿ͮڂǵʡ˱ɟɎՄ˅˱́ˍɟɎʄɟǵȻˍɟڂ
ڂ ڂ @ɟڂͽ͝ɟɎڂʡ˱ڂǵɂɂ́̿Ɏǵ˱ɂɟڂʡͮʎͮڂʎɟͮڂɟͮ͝ڂʡ˱ͮ̿͝ͽɂͮʡ́˱͝ڂ
ڂ ڂ ġɟǵ͝ͽ̿ɟڂ˪́̿ɟͮڂʎǵ˱ڂʽͽͮ͝ڂÄŻڂ
ڂ ڂ �ɂɂͽ̿ǵͮɟˍΰڂ˪ɟǵ͝ͽ̿ɟڂǵ̵ͮʡͮͽɎɟڂǵ˱ɎՄ́̿ڂǵɂʎʡɟΞɟ˪ɟ˱ͮڂ
ڂ ڂ ƣ͝ɟڂ˱ͽ˪ɟ̿́ͽͮ͝ڂɟͮ͝͝ڂʡ˱ͮڂʎɟڂɟΞǵˍͽǵͮʡ́˱̵́̿ڂɂɟ͝͝ڂ

ÄɿڂǵڂɂʎʡˍɎڂʎǵ͝ڂ˪́̿ɟͮڂʎǵ˱́ڂ˱ɟڂɎʡ͝ǵȻʡˍʡͮΰհڂʎɟՄ͝ʎɟڂʡˍˍ̻ڂͽǵˍʡɿΰڂͽ˱Ɏɟ̿ͮڂʎɟڂɎʡ͝ǵȻʡˍʡͮΰͮڂʎǵͮڂͮ́͝˪ڂǵɎΞɟ̿͝ɟˍΰڂǵɿɿɟɂͮ͝ڂˍɟǵ̿˱ʡ˱ʄհڂ
ڂȻɟڂɂ́ͽˍɎڂʎɟՄ͝ʎɟڂǵͽͮʡ͝˪հڂǵ˱ɎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂˍʡ˱ͮɟˍˍɟɂͮͽǵڂʎǵ͝ڂɂʎʡˍɎڂΰ́ͽ̿ڂÄɿڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂͽˍͮʡ̵ˍɟ˪ڂͽ˱Ɏɟ̿ڂͽǵˍʡɿΰ̻ڂ˱ɂǵڂʎɟՄ͝ʎɟڂ̿́
ʡɎɟ˱ͮʡɿʡɟɎڂͽ˱Ɏɟ̿ڂɟʡͮʎɟ̿ڂɎɟ̵ɟ˱Ɏʡ˱ʄڂ˱́ڂʎʡɂʎڂʡ͝ڂǵɿɿɟɂͮʡ˱ʄڂˍɟǵ̿˱ʡ˱ʄͮڂʎɟڂ˪́ͮ͝ձڂÄɿ́ڂ˱ɟڂɎ́ɟ́͝ڂͮ́˱ڂͽͮɟʡʄʎͮڂʎɟͮ́ڂʎɟ հ̿ͮڂʎɟ˱ڂ
ΰ́ͽڂ˪ʡʄʎͮڂǵ˱ͮڂΰ́ͽ̿ڂɂʎʡˍɎڂɟΞǵˍͽǵͮɟɎڂɿ́̿ڂ˪ͽˍͮʡ̵ˍɟڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ

The evaluation team may include the school psychologist doing the actual testing, as well as others working as a 
ͮɟǵ˪ͮڂʎ̿́ͽʄʎ́ͽͮڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ڂǵ˱Ɏڂɟɂ́̿Ɏ̿͝ڂˍɂʎ́́͝ڂɟΞʡɟ̿ڂǵ˱Ɏڂɟͮͮ͝͝ڂΞǵ̿ʡ́ͽ͝ڂɂʎʡˍɎڂʎɟͮڂʄʡΞɟڂƗʎɟΰڂɂɟ͝͝ձ̵́̿ڂ˱ɟΞǵˍͽǵͮʡ́ڂ
́Ȼͮǵʡ˱̵ڂǵ̿ɟ˱ͮڂʡ˱̵ͽͮձڂƗʎɟΰڂǵˍ́́͝ڂȻ͝ɟ̿Ξɟڂʡ˱ͮڂʎɟڂɂˍǵ̿́́͝͝˪ձڂƗʎʡͮ͝ڂɟǵ˪ڂ˪ʡʄʎͮڂʡ˱ɂˍͽɎɟڂǵڂɂˍǵ̿́́͝͝˪ͮڂɟǵɂʎɟ̿ڂǵ˱Ɏڂǵ̵͝ڂɟɂʡǵˍڂ
ɟɎͽɂǵͮʡ́˱ͮڂɟǵɂʎɟ ձ̿ڂľ˱ɟڂʡ˪̵́̿ͮǵ˱̵ͮڂˍǵΰɟ̿ͮڂ˱́ڂʎɟͮڂɟǵ˪ڂʡͮ͝ڂʎɟ̵ڂǵ̿ɟ˱ͮՄɂǵ̿ɟʄʡΞɟ ձ̿ڂ

ÄɿͮڂʎɟڂɟΞǵˍͽǵͮʡ́˱͝ڂʎ́͝ڂΰ́ͽ̿ڂɂʎʡˍɎڂʎǵ͝ڂǵڂɎʡ͝ǵȻʡˍʡͮΰհͮڂʎɟڂ˱ɟΫͮͮ͝ڂɟ̵ڂʡ͝ڂɿ́̿ͮڂʎɟ͝ڂɂʎ́́ˍڂ́ͮڂɎɟͮɟ̿˪ʡ˱ɟڂʎɟͮʎɟ̿ڂΰ́ͽ̿ڂɂʎʡˍɎڂ
˱ɟɟɎ̵͝͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ձڂľ˱ɂɟͮڂʎɟڂɟΞǵˍͽǵͮʡ́˱͝ڂǵ̿ɟڂɂ́˪̵ˍɟͮɟɎڂǵ˱Ɏͮڂʎɟ̿ڂɟ̵́̿ͮ͝ڂǵ̿ɟ͝ڂͽȻ˪ʡͮͮɟɎڂʡͮʎͮڂʎɟڂ
findings, an eligibility meeting will be held to go over the results and to determine if the student is eligible for special 
ɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ձڂ

Ǔ́ͽ͝ڂʎ́ͽˍɎڂȻɟ̵́̿ڂΞʡɎɟɎڂʡͮʎڂǵڂɂ̵́ΰ́ڂɿͮڂʎɟڂɟΞǵˍͽǵͮʡ́˱̿ڂɟ̵̵́̿ͮ̿͝ڂʡ́̿ͮڂ́ͮڂʎɟڂ˪ɟɟͮʡ˱ʄڂ́͝ڂΰ́ͽڂʎǵΞɟ͝ڂͽɿɿʡɂʡɟ˱ͮͮڂʡ˪ɟڂ́ͮڂ
̿ɟǵɎڂǵ˱Ɏڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎɟ̿ڂɟ͝ͽˍͮ͝ձڂǓ́ͽڂʎǵΞɟͮڂʎɟ̿ڂʡʄʎͮڂ́ͮڂǵ͝˅̻ڂͽɟͮ͝ʡ́˱͝ڂǵ˱Ɏ̵́̿ڂΞʡɎɟڂǵ˱ΰڂʡ˱̵ͽͮڂɎͽ̿ʡ˱ʄͮڂʎɟڂ˪ɟɟͮʡ˱ʄڂǵ͝ڂ
ɟˍˍձڂ�ˍǵΰ͝ڂɿ́ˍˍ́ڂͽ̵ڂǵɿͮɟ̿ڂǵ˱ΰڂ˪ɟɟͮʡ˱ʄ͝ڂͽ˪˪ǵ̿ʡφʡ˱ʄڂΰ́ͽ̿ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄ́ڂɿͮڂʎɟڂ˪ɟɟͮʡ˱ʄڂǵ˱Ɏڂǵ˱ΰڂ˱́ͮɟ͝ڂΰ́ͽڂǵ˱ͮڂ
ʡ˱ɂˍͽɎɟɎձڂ

Äɿͮڂʎɟ͝ڂɂʎ́́ˍڂɎɟͮɟ̿˪ʡ˱ɟ͝ڂΰ́ͽ̿ڂɂʎʡˍɎڂ˱ɟɟɎ͝͝ڂɟ̿Ξʡɂɟ͝հͮڂʎɟڂ˱ɟΫͮͮ͝ڂɟ̵ڂʡ͝ڂ́ͮڂɂ̿ɟǵͮɟڂǵ˱ڂÄ˱ɎʡΞʡɎͽǵˍʡφɟɎڂ^Ɏͽɂǵͮʡ́˱ڂŴ̿́ʄ̿ǵ˪ձڂ

SɟΞɟˍ̵́ʡ˱ʄڂǵ˱ڂÄ˱ɎʡΞʡɎͽǵˍڂ^Ɏͽɂǵͮʡ́˱ڂŴ̿́ʄ̿ǵ˪ڂԲÄ^ŴԼ
ÄɿڂǵڂɂʎʡˍɎڂʡ͝ڂɿ́ͽ˱ɎڂɟˍʡʄʡȻˍɟڂɿ̵́̿͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝հڂΰ́ͽڂǵ˱Ɏͮڂʎɟ͝ڂɂʎ́́ˍڂʡˍˍڂɂ́ˍˍǵȻ́̿ǵͮɟڂ́ͮڂɎɟ͝ʡʄ˱ڂǵ˱ڂÄ˱ɎʡΞʡɎͽǵˍڂ
^Ɏͽɂǵͮʡ́˱ڂŴ̿́ʄ̿ǵ˪ڂԲÄ^ŴԼձڂ˱�ڂÄ^Ŵڂ˪ͽͮ͝ڂȻɟڂɎɟΞɟˍ̵́ɟɎڂʡͮʎʡ˱ڂԉԅڂɂǵˍɟ˱Ɏǵ̿ڂɎǵΰ͝ڂɿ̿́˪ͮڂʎɟڂɎǵͮɟͮڂʎǵͮڂǵڂɂʎʡˍɎڂʡ͝ڂɎɟͮɟ̿-
˪ʡ˱ɟɎڂ́ͮڂȻɟڂɟˍʡʄʡȻˍɟڂɿ̵́̿͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ձڂƗʎɟ̵ڂǵ̿ɟ˱ͮڂ˪ͽͮ͝͝ڂʡʄ˱ͮڂʎɟڂʡ˱ʡͮʡǵˍڂÄ^Ŵձ

Preparing for an IEP meeting
Ɨʎɟ̿ɟڂǵ̿ɟ͝ڂɟΞɟ̿ǵˍͮ͝ڂɟ̵̵͝ڂǵ̿ɟ˱ͮ͝ڂɂǵ˱ͮڂǵ˅ɟ̵̿ڂ́ͮڂɟ̵ǵ̿ɟͮڂʎɟ˪͝ɟˍΞɟ͝ڂɿ́̿ͮڂʎɟʡ̿ڂɂʎʡˍɎ՟͝ ڂɟ̵ͮ͝͝ڂʎɟ͝ɟͮڂƗǵ˅ʡ˱ʄڂɟɟͮʡ˱ʄձ˪ڂÄ^Ŵڂɿʡ̿ͮ͝ڂ
̵̿ʡ́̿ͮڂ́ͮڂʎɟڂ˪ɟɟͮʡ˱ʄڂ˪ǵΰڂǵ͝͝ʡͮ͝ڂΰ́ͽڂʡ˱ڂǵɎΞ́ɂǵͮʡ˱ʄڂɿ́̿ͮڂʎɟ͝ڂɟ̿Ξʡɂɟ͝ڂΰ́ͽ̿ڂɂʎʡˍɎڂ˱ɟɟɎ͝ձڂ

żɟΞʡɟڂǵˍˍڂɎ́ɂͽ˪ɟ˱ͮǵͮʡ́˱ڂȻɟɿ́̿ɟͮڂʎɟڂ˪ɟɟͮʡ˱ʄձڂƗʎʡ͝ڂ˪ǵΰڂʡ˱ɂˍͽɎɟڂɂͽ̿̿ɟ˱ͮڂɎ̿ǵɿͮڂÄ^Ŵհ̿ڂɟɂɟ˱̵ͮ́̿ڂʄ̿ɟ̿͝͝ڂɟ̵́̿ͮ͝ڂǵ˱Ɏ̿ڂɟ̵́̿ͮڂ
ɂǵ̿Ɏ͝ձڂH́ˍˍɟɂͮ͝ڂǵ˪̵ˍɟ́͝ڂɿڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ɟǵɂʎɟͮڂʎɟͮڂ˪ɿ̿́ڂɟͮ́͝˱ڂǵ˱Ɏڂɟͮͮ͝͝ڂʎ́˪ɟ́̿˅հڂ ձ̿ڂ�ǵͮʎɟ̿ڂΰ́ͽ̿́ڂ˱ڂ˱́ͮɟ͝ڂǵ˱Ɏ́ڂȻ-
͝ɟ̿Ξǵͮʡ́˱͝ڂǵ˱Ɏڂǵ˱ΰͮ́ڂʎɟ̿̿ڂɟˍɟΞǵ˱ͮڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂʡ˱ɂˍͽɎʡ˱ʄ́ڂͽͮ͝ʡɎɟڂɟΞǵˍͽǵͮʡ́˱͝հڂɎ́ɂͮ́̿ڂ˱́ͮɟ̿͝ڂ̿́ڂɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ձڂ

ڂ ڂ @ɟ́ڂȻʽɟɂͮʡΞɟմڂƣ͝ɟ́ڂȻʽɟɂͮʡΞɟڂ˪ɟǵ͝ͽ̿ɟ˪ɟ˱ͮͮ͝ڂʎǵͮڂʡˍˍͽͮ̿͝ǵͮɟڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ڂΰ˪ڂǵ˅ɟͮ͝ڂգʡͮڂɟΫǵ˪̵ˍɟհڂ̿́�ڂͽʄʄˍɟ͝ձ̿ͮ͝ڂ
ڂ ڂ ɂʎʡˍɎڂԉڂʎ́ͽ̿͝ڂ́ͮڂɂ́˪̵ˍɟͮɟڂǵ̿ڂɟǵɎʡ˱ʄڂǵ͝͝ʡʄ˱˪ɟ˱ͮհڂʎɟ̿ɟǵ͝ڂͮ́͝˪ڂɂʎʡˍɎ̿ɟ˱ڂʎʡ͝ڂǵʄɟڂɿʡ˱ʡ͝ʎڂʡͮڂʡ˱ڂǵڂʎǵˍɿڂʎ́ͽ ձ̿դڂ
ڂ ڂ Ɨʎɟڂ˪́̿ɟڂɎǵͮǵڂǵΞǵʡˍǵȻˍɟڂʎɟˍ̵͝ڂΞǵˍʡɎǵͮɟͮڂʎɟڂ˱ɟɟɎڂɿ́̿ڂǵ͝ڂɟ̿Ξʡɂɟ͝ڂ̿́ڂͽ̵̵́̿ͮձڂ

ڂ ڂ @̿ʡ˱ʄ͝ڂͽ̵̵́̿ͮմڂ@̿ʡ˱ʄڂΰ́ͽ̵̿́͝ڂͽ͝ɟհ͝ڂʡʄ˱ʡɿʡɂǵ˱ͮͮ́ڂʎɟ հ̿ڂǵڂɿ̿ʡɟ˱Ɏڂ̿́ڂɿǵ˪ʡˍΰڂ˪ɟ˪Ȼɟ̿ڂʎ́ڂɂǵ˱̵́̿ڂΞʡɎɟ͝ڂͽ̵̵́̿ͮڂ
ڂ ڂ ǵ˱ɎՄ́̿ڂʎɟˍ̵ͮڂǵ˅ɟڂ˱́ͮɟ͝ڂɎͽ̿ʡ˱ʄͮڂʎɟڂ˪ɟɟͮʡ˱ʄձڂÄͮڂɂǵ˱ڂȻɟڂǵ˱ڂɟ˪́ͮʡ́˱ǵˍڂ˪ɟɟͮʡ˱ʄڂɿ̵́̿ڂǵ̿ɟ˱ͮ͝Մɂǵ̿ɟʄʡΞɟ̿͝ձڂƗʎɟڂ
ڂ ڂ ƗƉHڂ�ˍˍʡǵ˱ɂɟڂʎǵ͝͝ڂͽ̵̵́̿ͮڂǵΞǵʡˍǵȻˍɟڂʡɿڂΰ́ͽڂ́ͽˍɎڂˍʡ˅ɟ́͝ڂ˪ɟ́˱ɟڂ́ͮڂǵͮͮɟ˱Ɏڂǵ͝ڂɂʎ́́ˍڂ˪ɟɟͮʡ˱ʄձ

ڂ ڂ Ɨǵ˅ɟڂʄ́́Ɏڂ˱́ͮɟ͝մڂČɟɟ̵̿ͮڂǵɂ˅́ڂɿͮڂʎɟڂɎʡ͝ɂͽ͝͝ʡ́˱ͮڂʎǵͮͮڂǵ˅ɟ̵͝ڂˍǵɂɟڂɎͽ̿ʡ˱ʄͮڂʎɟڂ˪ɟɟͮʡ˱ʄձڂġǵ˅ɟ͝ڂͽ̿ɟڂ́ͮڂ˱́ͮɟڂ
  any action items, the person they were assigned to and any follow-up actions to summarize in the 
ڂ ڂ ̿ʡͮͮɟ˱ڂɿ́ˍˍ́ڂͽ̵ڂɿ́̿ڂɂˍɟǵ̿ڂɂ́˪˪ͽ˱ʡɂǵͮʡ́˱ձڂ@ɟ͝ڂͽ̿ɟڂ́ͮڂ˪ǵ˅ɟڂǵˍˍ̿ڂɟ̻ͽɟͮ͝͝ڂʡ˱ڂ̿ʡͮʡ˱ʄձڂ@ɟˍ́ڂʡ͝ڂǵ˱ڂɟΫǵ˪̵ˍɟմ

40 ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



   Grade IEP/504 Date Evaluation Date Concerns

   K 10/15/21 10/4/21 Logan is having a hard time with staying on task, 
   he is easily distracted. Logan has difficulties with 
   recalling letters and numbers when he was able 
   to in the past.

ġɟ˪Ȼɟ̿́͝ڂɿڂǵ˱ڂÄ^ŴڂƗɟǵ˪͝ڂʎ́ͽˍɎڂʡ˱ɂˍͽɎɟͮڂʎɟڂɿ́ˍˍ́ʡ˱ʄմڂ
ڂ ڂ Ŵǵ̿ɟ˱ͮ͝Մʄͽǵ̿Ɏʡǵ˱́͝ڂɿͮڂʎɟڂɂʎʡˍɎ
ڂ ڂ żɟʄͽˍǵ̿ڂɟɎͽɂǵͮʡ́˱ͮڂɟǵɂʎɟ̿́ڂɿͮڂʎɟڂɂʎʡˍɎڂʡɿͮڂʎɟڂɂʎʡˍɎڂʡ͝ڂ̿́ڂ˪ǵΰڂȻɟڂʡ˱ͮڂʎɟ̿ڂɟʄͽˍǵ̿ڂɟɎͽɂǵͮʡ́˱ڂɟ˱Ξʡ̿́˱˪ɟ˱ͮڂ
ڂ ڂ Ɖ̵ɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ͮڂɟǵɂʎɟ̿́ڂɿͮڂʎɟڂɂʎʡˍɎڂ̿́ڂʎɟ̿ɟڂǵ̵̵̵̿́̿ʡǵͮɟհڂͮ́˱ڂˍɟͮ͝͝ڂʎǵ˱́ڂ˱ɟ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱̵́̿ڂΞʡɎɟ̿ڂ
  for the child 
ڂ ڂ Sʡͮ̿͝ʡɂͮ̿ڂɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟڂ
ڂ ڂ ڂͮ͝ˍɟ͝ͽ̿ڂ˱ɟΞǵˍͽǵͮʡ́ڂʡ˱ͮɟ̵̿̿ɟͮڂ́ͮڂ˱ɟ̵̿́͝ڂ�
ڂ ڂ HʎʡˍɎհڂʎɟ˱ڂǵ̵̵̵̿́̿ʡǵͮɟڂ
ڂ ڂ ľͮʎɟ̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎ̵͝ڂɟɂʡɿʡɂڂ˅˱́ˍɟɎʄɟڂ̿́ڂɟΫ̵ɟ̿ͮʡ͝ɟڂʡ˱ͮڂʎɟڂǵ̿ɟǵ́ڂɿͮڂʎɟڂɂʎʡˍɎ՟͝ ڂɎʡ͝ǵȻʡˍʡͮΰڂ

Ŵ̿ʡ́̿ڂ́ͮڂÄS^ڂ�ԇԅԅԊհڂǵˍˍͮڂʎɟ͝ɟ̵ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂɟ̿ɟ̿ڂɟ̻ͽʡ̿ɟɎڂ́ͮڂǵͮͮɟ˱ɎͮڂʎɟڂÄ^Ŵڂ˪ɟɟͮʡ˱ʄڂɿ́̿ͮڂʎɟڂÄ^Ŵڂ́ͮڂȻɟڂ̿ʡͮͮɟ˱ձڂĩ́հڂǵڂ
˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂÄ^Ŵͮڂɟǵ˪ڂɂǵ˱ڂȻɟڂɟΫɂͽ͝ɟɎڂɿ̿́˪ڂǵͮͮɟ˱Ɏʡ˱ʄڂǵ˱ڂÄ^Ŵڂ˪ɟɟͮʡ˱ʄڂʡɿͮڂʎɟڂÄ^Ŵͮڂɟǵ˪ڂ˪ɟ˪Ȼɟ̿՟͝ ڂȻɟʡ˱ʄڂͮ́˱ڂʡ͝ڂǵ̿ɟǵڂ
˪́ɎʡɿʡɟɎڂ̿́ڂɎʡ͝ɂͽ͝͝ɟɎڂǵ˱Ɏڂʡɿͮڂʎɟ̵ڂǵ̿ɟ˱ͮڂǵ˱Ɏ͝ڂɂʎ́́ˍڂǵʄ̿ɟɟڂʡ˱ڂ̿ʡͮʡ˱ʄͮڂʎɟڂ˪ɟ˪Ȼɟ̿՟͝ ڂɟɂɟ͝͝ǵ̿ΰձ˱ڂͮ́˱ڂʡ͝ڂǵͮͮɟ˱Ɏǵ˱ɂɟڂ

Äɿͮڂʎɟ͝ڂɂʎ́́ˍ͝ڂΰͮ͝ɟ˪ڂǵ˱ͮ͝ڂ́ͮڂɟΫɂͽ͝ɟڂǵ˱ڂÄ^Ŵͮڂɟǵ˪ڂ˪ɟ˪Ȼɟ̿ڂʎɟ˱ڂʎʡ͝Մʎɟ̿ڂǵ̿ɟǵڂʡ͝ڂȻɟʡ˱ʄڂ˪́ɎʡɿʡɟɎڂǵ˱ɎڂɎʡ͝ɂͽ͝͝ɟɎͮڂʎɟ˱ڂ
the law states a parent must be fully informed in his or her native language, or other mode of communication, and 
ͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎɟڂʄ̿ǵ˱ͮʡ˱ʄ́ڂɿڂɂ́˱͝ɟ˱ͮڂʡ͝ڂΞ́ˍͽ˱ͮǵ̿ΰڂǵ˱Ɏڂ˪ǵΰڂȻɟ̿ڂɟΞ́˅ɟɎڂǵͮڂǵ˱ΰͮڂʡ˪ɟձڂƗʎɟڂɟΫɂͽ͝ɟɎڂ˪ɟ˪Ȼɟ̿ڂ˪ͽͮ͝ڂǵˍ́͝ڂ
̵̿́ΞʡɎɟڂʡ˱ڂ̿ʡͮʡ˱ʄͮڂ́ͮڂʎɟ̵ڂǵ̿ɟ˱ͮڂǵ˱ɎͮڂʎɟڂÄ^Ŵͮڂɟǵ˪ڂʡ˱̵ͽͮڂʡ˱ͮ́ͮڂʎɟڂɎɟΞɟˍ̵́˪ɟ˱ͮ́ڂɿͮڂʎɟڂÄ^Ŵ̵̿ڂʡ́̿ͮڂ́ͮڂʎɟڂ˪ɟɟͮʡ˱ʄձڂ

ƗʎɟڂÄ^Ŵͮڂɟǵ˪ڂ˪ɟ˪Ȼɟ̿ڂʎ́ڂʡͮ͝ڂʎɟ͝ڂɂʎ́́ˍڂɎʡͮ̿͝ʡɂͮ̿ڂɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟڂ˪ͽͮ͝ڂȻɟ̻ڂͽǵˍʡɿʡɟɎ̵́̿ڂ́ͮڂΞʡɎɟհ͝ڂ̿́ڂͽ̵ɟ̿Ξʡ͝ɟͮڂʎɟ̵́̿ڂ-
vision of, specially designed instruction as well as be knowledgeable about the general education curriculum and 
ͮʎɟڂǵΞǵʡˍǵȻʡˍʡͮΰ́ڂɿͮڂʎɟ͝ڂɂʎ́́ˍ՟͝ ڂ͝˱ɟǵ˪ڂƗʎʡ͝ڂɟ́͝ͽ̿ɂɟ͝ձ̿ڂʎ́͝ɟͮڂɂ́˪˪ʡͮڂ́ͮڂǵͽͮʎ́̿ʡͮΰڂʎɟͮڂʎǵΞɟڂ́͝ˍǵڂͽͮ͝˪ڂƗʎɟΰڂɟ́͝ͽ̿ɂɟ͝ձ̿ڂ
ʡɿڂΰ́ͽڂǵ̿ɟڂʡ˱ڂǵ˱ڂÄ^Ŵڂ˪ɟɟͮʡ˱ʄڂǵ˱Ɏͮڂʎɟͮڂɟǵ˪ڂʎǵ͝ڂɎɟɂʡɎɟɎڂΰ́ͽ̿ڂɂʎʡˍɎڂ˱ɟɟɎ́͝ڂɂɂͽ̵ǵͮʡ́˱ǵˍͮڂʎɟ̿ǵ̵ΰڂԲľƗԼڂɿ́̿ڂԇԅڂ˪ʡ˱ͽͮɟ͝ڂ
ͮʡɂɟڂǵڂɟɟ˅հͮڂʎɟڂɎʡͮ̿͝ʡɂͮ̿ڂɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟڂʎǵͮ͝ڂʎɟڂǵȻʡˍʡͮΰͮ͝ڂ́ͮڂǵͮɟͮڂʎǵͮͮڂʎɟ͝ڂɂʎ́́ˍڂʡˍˍ̵́̿ڂΞʡɎɟͮڂʎ́͝ɟ͝ڂɟ̿Ξʡɂɟ͝ձڂÄɿڂΰ́ͽڂǵ̿ɟڂ
ʡ˱ڂǵڂ˪ɟɟͮʡ˱ʄڂǵ˱ɎͮڂʎɟڂɎʡͮ̿͝ʡɂͮ̿ڂɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟͮ͝ڂǵͮɟ͝ڂʎɟՄ͝ʎɟڂɎ́ɟ͝ڂͮ́˱ڂʎǵΞɟͮڂʎɟڂǵͽͮʎ́̿ʡͮΰͮڂʎɟ˱ڂǵˍˍ́ڂɿڂΰ́ͽ̿̿ڂɟ̻ͽʡ̿ɟɎͮڂɟǵ˪ڂ
members are not present, and the meeting will need to be rescheduled until a district representative is available 
ʎ́ڂɂǵ˱ڂɂ́˪˪ʡͮ͝ڂ́ͮڂɟ̿Ξʡɂɟ͝ձڂ

Ŵ̿ʡ́̿ڂ̿ʡͮͮɟ˱ڂ˱́ͮʡɂɟմڂǓ́ͽ͝ڂʎ́ͽˍɎ̿ڂɟɂɟʡΞɟڂǵڂ̿ʡͮͮɟ˱ڂ˱́ͮʡɂɟ̿ڂɟ̻ͽɟͮ͝ʡ˱ʄڂΰ́ͽڂǵͮͮɟ˱Ɏڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ڂʡɂɟͮ́˱ڂƗʎʡ͝ڂɟɟͮʡ˱ʄձ˪ڂÄ^Ŵڂ
͝ʎ́ͽˍɎڂʡ˱ɂˍͽɎɟͮڂʎɟ̵̵́́̿͝ڂɟɎڂɎǵͮɟհͮڂʡ˪ɟհڂǵ˱Ɏڂˍ́ɂǵͮʡ́˱ձڂÄͮ͝ڂʎ́ͽˍɎڂǵˍ́͝ڂʡ˱ɂˍͽɎɟڂǵˍͮɟ̿˱ǵͮɟڂɎǵͮɟ͝ڂǵ˱Ɏͮڂʡ˪ɟ͝ڂ́ͮڂǵɂɂ́˪˪́-
Ɏǵͮɟڂΰ́ͽ̿͝ڂɂʎɟɎͽˍɟձڂƗʎɟڂˍǵͮ͝ڂǵͮɟ͝ڂÄ^Ŵڂ˪ɟɟͮʡ˱ʄ͝͝ڂʎ́ͽˍɎڂȻɟڂʎɟˍɎڂǵͮڂǵͮڂʡ˪ɟڂǵ˱Ɏ̵ڂˍǵɂɟͮڂʎǵͮڂʡ͝ڂɂ́˱Ξɟ˱ʡɟ˱̵ͮڂ́ͮڂǵ̿ɟ˱ͮ͝ձ

Understanding IEP components
ɂʎʡˍɎ՟͝ڂǵڂɟɟͮ˪ڂ́ͮڂɎɟ͝ʡʄ˱ɟɎڂ˪ʄ̿ǵ̵́̿ڂˍɟɎͽɂǵͮʡ́˱ǵڂʎɟͮڂɿ́ڂͮ˱ǵͮɟ˪ɟͮ͝ڂ˱̿ʡͮͮɟڂǵڂʡ͝ڂÄ^Ŵڂ˱� ڂɂʎʡˍɎڂΞɟ̿ΰ^ڂɟɟɎ͝ձ˱ڂˍʡ˱ɎʡΞʡɎͽǵڂ
ʎ́̿ڂɟɂɟʡΞɟ̵͝͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟ̿Ξʡɂɟ͝ڂ˪ͽͮ͝ڂʎǵΞɟڂǵ˱ڂÄ^Ŵձڂľ˱ɂɟͮڂʎɟڂÄ^Ŵڂʡ͝ڂɎɟΞɟˍ̵́ɟɎհ͝ڂɟ̿Ξʡɂɟ͝͝ڂʎ́ͽˍɎڂȻɟڂʡ˪̵ˍɟ-
˪ɟ˱ͮɟɎڂǵ͝ڂ˱́́͝ڂǵ̵́͝͝͝ڂʡȻˍɟڂɿ́ˍˍ́ʡ˱ʄͮڂʎɟڂʡ˱ʡͮʡǵˍڂÄ^Ŵڂ˪ɟɟͮʡ˱ʄձڂÄͮڂʡ͝ڂǵڂ́̿˅ʡ˱ʄڂɎ́ɂͽ˪ɟ˱ͮڂǵ˱Ɏڂʡ͝ڂͽ͝ɟɎͮڂʎ̿́ͽʄʎ́ͽͮͮڂʎɟڂ
͝ɂʎ́́ˍڂΰɟǵ̿ڂ́ͮڂ˪́˱ʡͮ́̿ڂɟɎͽɂǵͮʡ́˱ǵˍ̵́̿ڂʄ̿ɟ͝͝ձڂǓ́ͽ̿ڂɂʎʡˍɎ՟͝ ɂʎʡˍɎ՟͝ڂΰ́ͽ̿ڂ́ͮڂǵɂɂɟ͝͝ڂʎǵΞɟڂʎ́ͽˍɎ͝ڂ˪ɟǵͮڂˍɂʎ́́͝ڂ ڂǵ˱ɎڂÄ^Ŵڂ
ͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎɟ̿ڂɟ̵́͝˱͝ʡȻʡˍʡͮʡɟ͝ڂʡ˱ڂǵɂɂ́˪˪́Ɏǵͮʡ́˱͝հڂ˪́Ɏʡɿʡɂǵͮʡ́˱͝հ͝ڂͽ̵̵́̿ͮ͝ڂǵ˱Ɏ͝ڂɟ̿Ξʡɂɟͮ͝ڂʎǵͮڂʡˍˍڂȻɟ̵́̿ڂΞʡɎɟɎձ

IEP requirements
ƗʎɟڂÄ^Ŵڂ˪ͽͮ͝ڂʡ˱ɂˍͽɎɟͮڂʎɟڂɿ́ˍˍ́ʡ˱ʄڂʡ˱ɿ́̿˪ǵͮʡ́˱մڂ
ڂ ڂ Ɖͮǵͮɟ˪ɟ˱ͮ́ڂɿͮڂʎɟͮ͝ڂͽɎɟ˱ͮ՟͝ ԲŴĖ���Լձڂɟ̿ɿ́̿˪ǵ˱ɂɟ̵ڂˍɿͽ˱ɂͮʡ́˱ǵڂǵ˱Ɏڂͮ˱ǵɂʎʡɟΞɟ˪ɟڂǵɂǵɎɟ˪ʡɂڂɿ́ڂ͝ˍɟΞɟˍڂͮ˱ɟ͝ɟ̵̿ڂ
ڂ ڂ Ɖͮǵͮɟ˪ɟ˱ͮ́ڂɿڂ˪ɟǵ͝ͽ̿ǵȻˍɟڂǵ˱˱ͽǵˍڂʄ́ǵˍ͝հڂʡ˱ɂˍͽɎʡ˱ʄ͝ڂʎ́̿ͮՈͮɟ̿˪́ڂȻʽɟɂͮʡΞɟ͝ڂɿ́̿́͝ڂ˪ɟͮ͝ڂͽɎɟ˱ͮ͝ձ
ڂ ڂ ɂʎʡˍɎ՟͝ڂʎɟͮڂʎ́ڂɿ́ڂ˱Ɏɟ͝ɂ̿ʡ̵ͮʡ́ڂ� ڂ˱ʎɟڂǵ˱Ɏڂɟǵ͝ͽ̿ɟɎ˪ڂȻɟڂˍˍʡڂ͝ˍʄ́ǵڂˍǵ˱˱ͽǵڂʎɟͮڂɟɟͮʡ˱ʄ˪ڂǵ̿Ɏ́ͮڂʄ̿ɟ̵́̿͝͝ڂ
ڂ ڂ ̵̿́ʄ̿ɟ̿͝͝ڂɟ̵́̿ͮ͝ڂʡˍˍڂȻɟ̵́̿ڂΞʡɎɟɎձ
ڂ ڂ Ɖͮǵͮɟ˪ɟ˱ͮ́ڂɿ̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂǵ˱Ɏ̿ڂɟˍǵͮɟɎ͝ڂɟ̿Ξʡɂɟ͝հ͝ڂͽ̵̵ˍɟ˪ɟ˱ͮǵ̿ΰڂǵʡɎɟ͝հ͝ڂͽ̵̵́̿ͮ͝ڂǵ˱Ɏ͝ڂɟ̿Ξʡɂɟ͝հڂ
ڂ ڂ ˪́Ɏʡɿʡɂǵͮʡ́˱͝Մǵɂɂ́˪˪́Ɏǵͮʡ́˱͝ڂǵ˱Ɏ̵ڂɟ̿́͝˱˱ɟˍձڂ
ڂ ڂ ^Ϋ̵ˍǵ˱ǵͮʡ́˱́ڂɿͮڂʎɟڂɟΫͮɟ˱ͮͮڂʎɟͮ͝ڂͽɎɟ˱ͮڂʡˍˍ̵ڂͮ́˱ڂǵ̿ͮʡɂʡ̵ǵͮɟڂʡ˱̿ڂɟʄͽˍǵ̿ڂɟɎͽɂǵͮʡ́˱հڂɟΫͮ̿ǵɂͽ̿̿ʡɂͽˍǵ̿ڂǵ˱Ɏڂ
ڂ ڂ ˱́˱ՈǵɂǵɎɟ˪ʡɂڂǵɂͮʡΞʡͮʡɟ͝ձڂ
ڂ ڂ Ɖͮǵͮɟ˪ɟ˱ͮ́ڂɿڂǵ˱ΰڂʡ˱ɎʡΞʡɎͽǵˍڂǵ̵̵̵̿́̿ʡǵͮɟڂǵɂɂ́˪˪́Ɏǵͮʡ́˱͝ڂ˱ɟɂɟ͝͝ǵ̿ΰ̵ڂ́ͮڂǵ̿ͮʡɂʡ̵ǵͮɟڂʡ˱ͮ͝ڂǵͮɟڂǵ˱ɎڂɎʡͮ̿͝ʡɂͮՈʡɎɟڂ
ڂ ڂ ǵɂʎʡɟΞɟ˪ɟ˱ͮͮڂɟͮ͝͝ձ
ڂ ڂ Ä^Ŵͮ͝ڂǵ̿ͮʡ˱ʄڂɎǵͮɟ͝ڂɟ˱Ɏʡ˱ʄڂɎǵͮɟ͝հڂɿ̿ɟ̻ͽɟ˱ɂΰհڂɎͽ̿ǵͮʡ́˱ڂǵ˱Ɏڂˍ́ɂǵͮʡ́˱́ڂɿڂǵˍˍ͝ڂɟ̿Ξʡɂɟ͝

41ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Ŵ̿ɟ͝ɟ˱ͮڂĖɟΞɟˍ́͝ڂɿڂ�ɂǵɎɟ˪ʡɂڂ�ɂʎʡɟΞɟ˪ɟ˱ͮڂǵ˱Ɏڂ�ͽ˱ɂͮʡ́˱ǵˍڂŴɟ̿ɿ́̿˪ǵ˱ɂɟڂԲŴĖ���Լ
ƗʎɟڂŴ̿ɟ͝ɟ˱ͮڂĖɟΞɟˍ́͝ڂɿڂ�ɂǵɎɟ˪ʡɂڂ�ɂʎʡɟΞɟ˪ɟ˱ͮڂǵ˱Ɏڂ�ͽ˱ɂͮʡ́˱ǵˍڂŴɟ̿ɿ́̿˪ǵ˱ɂɟڂԲɂǵ˱ڂȻɟ̿ڂɟɿɟ̿̿ɟɎڂ́ͮڂǵ͝ڂŴĖ���հڂŴĖ^Ŵհڂ
ŴĖľŴڂ̿́ڂŴĖŴԼڂɎɟ͝ɂ̿ʡȻɟͮ͝ڂʎɟڂɂʎʡˍɎ՟͝ ڂǵ˱Ɏڂɂʡǵˍˍΰ́͝ڂǵɂǵɎɟ˪ʡɂǵˍˍΰհڂՌڂɟ˱ʄͮʎ̿ͮ͝͝ڂǵ˱Ɏڂɟǵ˅˱ɟ͝͝ɟ͝հڂʡˍˍ͝հ˅͝ڂǵȻʡˍʡͮʡɟ͝հڂͮ˱ɂͽ̿̿ɟڂ
̵ʎΰ͝ʡɂǵˍˍΰձڂƗ́ڂʄǵͮʎɟ̿ͮڂʎʡ͝ڂʡ˱ɿ́̿˪ǵͮʡ́˱հͮڂʎɟڂÄ^Ŵͮڂɟǵ˪ڂ˪ͽͮ͝ڂ˅́́ˍڂǵͮͮڂʎɟڂʎ́ˍɟڂɂʎʡˍɎմͮڂʎɟڂɂʎʡˍɎڂʡ˱ͮڂʎɟ̿ڂɟʄͽˍǵ̿ڂɟɎͽɂǵͮʡ́˱ڂ
ɂˍǵ̿́́͝͝˪հͮڂʎɟڂɂʎʡˍɎڂʡ˱ͮɟ̿ǵɂͮʡ˱ʄڂʡͮʎͮڂʎɟʡ̵̿ڂɟɟ̿͝հڂʎ́ͮڂʎɟڂɂʎʡˍɎ̵ڂɟ̿ɿ́̿˪͝ڂǵͮڂʎ́˪ɟհڂɟͮɂձڂ ́ڂɎ́ɟͮ͝ڂʎɟڂɂʎʡˍɎ̵ڂɟ̿ɿ́̿˪ڂ
˱ɟΫ̵ͮڂ́ͮڂɟɟ̿ͮ͝ڂʎɟ͝ڂǵ˪ɟڂǵʄɟԬڂ ́ڂɎ́ɟ͝ڂǵڂɂʎʡˍɎ՟͝ -ɂͽ̿̿ʡɂͽڂ˱ɟɎͽɂǵͮʡ́ڂˍʄɟ˱ɟ̿ǵڂʎɟͮڂ˱ʡڂʄ̿ɟ̵́̿͝͝ڂʡͮʎڂʡ˱ͮɟ̿ɿɟ̿ɟڂɎʡ͝ǵȻʡˍʡͮΰڂ
ˍͽ˪Ԭڂ

Measurable annual goals
ǆʎɟ˱ڂǵڂʄ́ǵˍڂʡ͝ڂʡ˱ɂˍͽɎɟɎڂʡ˱ͮڂʎɟڂÄ^Ŵհͮڂʎɟ̿ɟڂ˪ͽͮ͝ڂȻɟڂǵ̵̿ڂɟ͝ɟ˱ͮڂˍɟΞɟˍ́ڂɿڂǵɂǵɎɟ˪ʡɂڂǵɂʎʡɟΞɟ˪ɟ˱ͮڂǵ˱Ɏڂɿͽ˱ɂͮʡ́˱ǵˍ̵ڂɟ̿ɿ́̿-
˪ǵ˱ɂɟհڂ̿́ڂȻǵ͝ɟˍʡ˱ɟհڂɟͮ͝ǵȻˍʡ͝ʎɟɎձڂǆʎɟ˱ͮڂʎɟڂÄ^Ŵͮڂɟǵ˪ڂ̿ʡͮɟ͝ڂǵ˱ڂǵ˱˱ͽǵˍڂʄ́ǵˍհڂɟΞɟ̿ΰ́˱ɟڂ˪ͽͮ͝ڂǵʄ̿ɟɟͮڂ́ͮڂʎɟ̵́̿ڂʽɟɂͮɟɎڂ
̵̿́ʄ̿ɟ͝͝ձڂǆ̿ʡͮɟڂʄ́ǵˍͮ͝ڂʎǵͮڂǵ̿ɟڂƉġ�żƗյ̵͝ڂɟɂʡɿʡɂհڂ˪ɟǵ͝ͽ̿ǵȻˍɟհڂǵͮͮǵʡ˱ǵȻˍɟհ̿ڂɟ͝ͽˍͮ̿́͝ڂʡɟ˱ͮɟɎڂǵ˱Ɏͮڂʡ˪ɟڂȻ́ͽ˱Ɏձڂ

The goal should be stated in a way that progress can be measured by standardized tests, curriculum-based mea-
͝ͽ̿ɟ˪ɟ˱ͮ͝ڂ̿́ڂɂ̿ɟɟ˱ʡ˱ʄձڂǓ́ͽ̿́̿ڂˍɟڂǵ͝ڂǵ̵ڂǵ̿ɟ˱ͮڂʡͮʎڂ˪ɟǵ˱ʡ˱ʄɿͽˍ̵ڂǵ̿ɟ˱ͮǵˍ̵ڂǵ̿ͮʡɂʡ̵ǵͮʡ́˱ڂʡ͝ڂ́ͮڂɟ˱͝ͽ̿ɟڂΰ́ͽڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂ
ǵˍˍ̵ڂǵ̿ͮ́͝ڂɿͮڂʎɟڂÄ^Ŵձ̻ڂ˅͝�ڂͽɟͮ͝ʡ́˱͝ڂǵ˱ɎڂɎ́ڂͮ́˱ڂʎɟ͝ʡͮǵͮɟڂ́ͮڂǵ͝˅ڂɿ́̿ڂǵɎɎʡͮʡ́˱ǵˍڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂ̿́ڂɂˍǵ̿ʡɿʡɂǵͮʡ́˱ڂʡɿڂΰ́ͽڂɎ́ڂͮ́˱ڂ
՞ͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏ́͝ڂ˪ɟͮʎʡ˱ʄձڂÄɿͮڂʎɟڂɂʎʡˍɎڂʡ́͝ڂɿ̿ͮڂǵ˱͝ʡͮʡ́˱ڂǵʄɟհڂ˪ǵ˅ɟ͝ڂͽ̿ɟͮڂʎɟڂʄ́ǵˍ͝ڂʡ˱ɂˍͽɎɟ̿ͮڂǵ˱͝ʡͮʡ́˱̵ڂˍǵ˱˱ʡ˱ʄձڂ

Example: John will be able to read CVC words with 80% accuracy by the end of the school year. Do you know what 
a “CVC word” is? Instead of writing “CVC words,” the IEP should read: “John will be able to read Consonant-Vow-
el-Consonant words like cat, rat and sat, 8 out of 10 tries by the end of the school year.” 

Additional services in the school setting
Ɖ̵ɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂʡ˱ɂˍͽɎɟ͝ڂǵڂɎɟ͝ɂ̿ʡ̵ͮʡ́˱́ڂɿͮڂʎɟͮڂΰ̵ɟ́ڂɿ͝ڂͽ̵̵́̿ͮڂΰ́ͽ̿ڂɂʎʡˍɎڂʡˍˍ̿ڂɟɂɟʡΞɟڂǵ˱Ɏڂʡ˱ڂʎǵͮ͝ڂɟͮͮʡ˱ʄձڂƗʎɟڂˍǵڂ
ͮ͝ǵͮɟ͝ڂɂʎʡˍɎ̿ɟ˱ڂǵ̿ɟڂ́ͮڂȻɟڂɟɎͽɂǵͮɟɎڂʡ˱ͮڂʎɟڂʄɟ˱ɟ̿ǵˍڂɟɎͽɂǵͮʡ́˱͝ڂɟͮͮʡ˱ʄͮڂ́ͮڂʎɟڂ˪ǵΫʡ˪ͽ˪ڂɟΫͮɟ˱̵ͮ́͝͝ڂʡȻˍɟձڂľ˱ˍΰڂʡɿڂǵڂɎʡ͝-
ability is so severe that supplementary aids and services cannot provide the child with an appropriate education 
͝ʎ́ͽˍɎͮڂʎɟΰڂȻɟ̵ڂˍǵɂɟɎڂʡ˱ڂǵڂ˪́̿ɟ̿ڂɟͮ̿͝ʡɂͮʡΞɟڂɟ˱Ξʡ̿́˱˪ɟ˱ͮձڂƗʎʡ͝ڂʡˍˍڂȻɟڂʡɎɟ˱ͮʡɿʡɟɎڂȻΰڂʎ́ڂ˪ͽɂʎͮڂʡ˪ɟڂʡˍˍڂȻɟ̵͝ڂɟ˱ͮڂʡ˱ڂ
ɟǵɂʎڂǵ̵̵̵̿́̿ʡǵͮɟ͝ڂɟͮͮʡ˱ʄձڂ
 
Related services help children with disabilities benefit from their special education by providing extra help and 
͝ͽ̵̵́̿ͮڂʡ˱ڂ˱ɟɟɎɟɎڂǵ̿ɟǵ͝ڂ́ͮڂȻɟ˱ɟɿʡͮڂɿ̿́˪ڂʄɟ˱ɟ̿ǵˍڂɟɎͽɂǵͮʡ́˱ձڂƗʎɟ̿ɟڂʡ͝ڂǵ˱ڂɟΫͮɟ˱͝ʡΞɟڂˍʡͮ͝հڂȻͽͮ́͝ڂ˪ɟڂɟΫǵ˪̵ˍɟ͝ڂȻǵ͝ɟɎڂ˱́ڂ
individualized need can include speech, physical or occupational therapy, transportation, nursing services, inter-
̵̿ɟͮɟ̿͝ڂɟ̿Ξʡɂɟ͝ڂǵ˱Ɏ̵ڂǵ̿ɟ˱ͮڂɂ́ͽ˱͝ɟˍʡ˱ʄڂǵ˱Ɏ̿ͮڂǵʡ˱ʡ˱ʄձڂ

Ɨʎʡ͝͝ڂɟɂͮʡ́˱ڂʡˍˍڂʡɎɟ˱ͮʡɿΰڂǵˍˍ̵͝ڂɟɂʡǵˍˍΰڂɎɟ͝ʡʄ˱ɟɎڂʡ˱ͮ̿͝ͽɂͮʡ́˱հ̿ڂɟˍǵͮɟɎ͝ڂɟ̿Ξʡɂɟ͝հ͝ڂͽ̵̵ˍɟ˪ɟ˱ͮǵ̿ΰ͝ڂͽ̵̵́̿ͮ͝Մ͝ɟ̿Ξʡɂɟ͝ڂǵ˱Ɏڂ
ʡˍˍڂɂˍɟǵ̿ˍΰڂɎɟɿʡ˱ɟڂʎ́ڂʡˍˍ̵́̿ڂΞʡɎɟͮڂʎɟ͝ڂɟ̿Ξʡɂɟհڂʎɟ̿ɟڂǵ˱Ɏڂʎ́́ڂɿͮɟ˱ͮڂʎɟ͝ڂɟ̿ΞʡɂɟڂʡˍˍڂȻɟڂɎɟˍʡΞɟ̿ɟɎձڂÄͮڂʡˍˍڂǵˍ́͝ڂʡ˱ɂˍͽɎɟڂ
ǵɂɂ́˪˪́Ɏǵͮʡ́˱ڂǵ˱Ɏڂ˪́Ɏʡɿʡɂǵͮʡ́˱͝ձ

 Therapy How Often Who Where
 Speech 2x weekly 20 min Speech Therapist Small Group/Resource Room
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Section Six Appendix

Organization Description Website

Department of  ľͽ̿ڂ˪ʡ͝͝ʡ́˱ڂʡ̵́̿͝ڂ́ͮڂ˪́ͮɟͮ͝ڂͽɎɟ˱ͮڂ ձɟɎձʄ́Ξ
Education achievement and preparation for global 
 competitiveness by fostering educational 
ڂ ɟΫɂɟˍˍɟ˱ɂɟڂǵ˱Ɏڂɟ˱͝ͽ̿ʡ˱ʄڂɟ̻ͽǵˍڂǵɂɂɟ͝͝ձڂ

Individuals with  �ɂɂɟ͝͝ڂɿ̿́˪ͮڂʎɟڂƣձƉڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂ ձ͝ʡͮɟ͝ձɟɎձʄ́ΞՄʡɎɟǵՄǵȻ́ͽͮՈʡɎɟǵՄ
Disabilities Education  ^Ɏͽɂǵͮʡ́˱ڂɟȻ͝ʡͮɟ
�ɂͮڂԲÄS^�Լ  

Office of Civil Rights  �ɂɂɟ͝͝ڂɿ̿́˪ͮڂʎɟڂƣձƉڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂ ձɟɎձʄ́ΞՄǵȻ́ͽͮՄ́ɿɿʡɂɟ͝Մˍʡͮ͝Մ́ɂ̿Մ
ԻľHżԼڂڂ ^Ɏͽɂǵͮʡ́˱ڂɟȻ͝ʡͮɟڂڂ ǵȻ́ͽͮ́ɂ ձ̿ʎͮ˪ˍ

Center for Parent  Notable articles:ڂ ձ̵ǵ̿ɟ˱ͮɂɟ˱ͮɟ̿ʎͽȻձ́̿ʄ
Information &  “Developing Your Child’s IEP”
Resources “When the IEP Team Meets”
Available in English and “Questions Often Asked by Parents 
Spanish  about Special Education Services” 
 “Contents of the IEP” 
 “Special Factors in IEP Development”

Understood for All Inc. Ɖǵ˪̵ˍɟڂˍɟͮͮɟ̿̿ڂɟ̻ͽɟͮ͝ʡ˱ʄڂɟΞǵˍͽǵͮʡ́˱͝ڂ ձͽ˱Ɏɟ̿ͮ́́͝Ɏձ́̿ʄ
Available in English and ǵ˱Ɏ̿ڂɟ̵́̿ͮ͝ڂɿ́̿͝ڂɟ̿Ξʡɂɟ͝ձ 
Spanish Notable Articles:
 “What is Early Intervention?” 
 “The difference between IEPs and 
   504 plan”
 “What is Special Education?” 
 “4 Benefits of Inclusive Classrooms” 
 “What is the Individuals with Disabilities 
ڂ ڂԲÄS^�ԼԬդڂ�ɂͮڂ˱Ɏͽɂǵͮʡ́^ڂڂ
 “The 13 disability categories under IDEA”

43ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿

http://www.ed.gov
http://www.sites.ed.gov/idea/about-idea/
www.ed.gov/about/offices/list/ocr/aboutocr.html
www.ed.gov/about/offices/list/ocr/aboutocr.html
http://www.parentcenterhub.org
http://www.understood.org
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Section Seven: Assistive technology (tools and devices)
Assistive tools and technologies are designed to help individuals with life-limiting circumstances, such as an intel-
ˍɟɂͮͽǵˍڂɎʡ͝ǵȻʡˍʡͮΰհڂ́ͮڂȻɟͮͮɟ̿ڂˍɟǵ̿˱հڂɂ́˪˪ͽ˱ʡɂǵͮɟڂǵ˱Ɏڂɿͽ˱ɂͮʡ́˱ڂʡ˱ڂɎǵΰՈͮ́ՈɎǵΰڂˍʡɿɟձڂƗʎɟ͝ɟڂ͝ˍ́́ͮڂɂǵ˱̵́̿ڂ˪́ͮɟڂʡ˱ɂˍͽ͝ʡ́˱ڂ
and enable individuals to have greater independence and participation in activities such as school, work and com-
˪ͽ˱ʡͮΰڂ̿́ڂɂʡΞʡɂڂˍʡɿɟձڂǆʎʡˍɟڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂɂǵ˱̿ڂɟɿɟ̿ڂ́ͮڂǵڂʡɎɟ̿ڂǵ˱ʄɟ́ڂɿ̿ڂ̿́ڂ͝ˍ́́ͮڂɟ́͝ͽ̿ɂɟ͝հͮڂʎɟΰڂǵˍˍ́ڂɿɿɟ̿ͮڂʎɟڂ
̵́ͮɟ˱ͮʡǵˍڂ́ͮڂɟ˱ʎǵ˱ɂɟͮڂʎɟ̻ڂͽǵˍʡͮΰ́ڂɿڂǵڂɎʡ͝ǵȻˍɟɎڂʡ˱ɎʡΞʡɎͽǵˍ՟͝ ʡɿɟձˍڂ

What is assistive technology?
�͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂ˪ɟǵ˱͝ڂǵ˱ΰ̵͝ڂɟɂʡǵˍڂɎɟΞʡɂɟڂ̿́ڂɟ̻ͽʡ̵˪ɟ˱ͮͮڂʎǵͮڂʎɟˍ̵̵͝ڂɟ̵́ˍɟڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂʡ˱ڂɎǵʡˍΰڂˍʡɿɟձڂH́˪˪́˱ڂ
ɟΫǵ˪̵ˍɟ͝ڂʡ˱ɂˍͽɎɟڂɟˍɟɂͮ̿́˱ʡɂڂɂ́˪˪ͽ˱ʡɂǵͮʡ́˱ڂǵʡɎ͝հڂʎɟɟˍɂʎǵʡ̿͝հڂʎɟǵ̿ʡ˱ʄڂǵʡɎ͝հڂǵ˱Ɏ͝ڂɂ̿ɟɟ˱̿ڂɟǵɎɟ̿͝ձڂ^̻ͽʡ̵˪ɟ˱ͮڂ͝ˍ́́ͮڂ̿́ڂ
ɂǵ˱ڂȻɟڂʎʡʄʎڂ̿́ڂˍ́ͮڂɟɂʎڂ́͝ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄͮڂʎɟڂˍʡ˪ʡͮǵͮʡ́˱́͝ڂɿڂǵ˱ڂʡ˱ɎʡΞʡɎͽǵˍ՟͝ ڂʡͮʎڂ˪ʎɟͮڂǵͮɂʎ˪ڂ́ͮڂ̵ˍʎɟڂ˱ɂǵڂɎʡ͝ǵȻʡˍʡͮΰڂ
ǵ̵̵̵̿́̿ʡǵͮɟڂǵɂɂ́˪˪́Ɏǵͮʡ́˱͝ڂǵ˱Ɏͮڂɟɂʎ˱́ˍ́ʄʡɟ͝ձڂ

�ɂɂɟ͝͝ڂǵ˱Ɏ̵́̿ڂΞʡ͝ʡ́˱͝ڂɿ́̿ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂǵ̿ɟ̿ڂɟʄͽˍǵͮɟɎڂͽ˱Ɏɟ̿ͮڂʎɟڂƗɟɂʎ˱́ˍ́ʄΰڂżɟˍǵͮɟɎՈ�͝͝ʡͮ͝ǵ˱ɂɟڂɿ́̿ڂÄ˱ɎʡΞʡɎͽ-
als with Disabilities Act, more commonly known as the Tech Act, which expands access to, availability of and fund-
ʡ˱ʄڂɿ́̿ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂɿ́̿ڂǵˍˍڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂľ̿ʡʄʡ˱ǵˍˍΰ̵ڂǵ͝͝ɟɎڂʡ˱ڂԆԐԏԏհͮڂʎɟڂƗɟɂʎڂ�ɂͮڂǵ̵͝ڂɟ̿˪ǵ-
˱ɟ˱ͮˍΰڂǵͽͮʎ́̿ʡφɟɎڂͽ˱Ɏɟ̿ͮڂʎɟڂÄ˪̵̿́Ξʡ˱ʄڂ�ɂɂɟ͝͝͝͝�ڂ́ͮڂʡͮ͝ʡΞɟڂƗɟɂʎ˱́ˍ́ʄΰڂɿ́̿ڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ�ɂͮ́ڂɿڂԇԅԅԊձڂ

�͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂʡ͝ڂǵˍ́͝ڂʡ˱ɂˍͽɎɟɎڂǵ͝ڂǵ̵ڂǵ̿ͮ́ڂɿͮڂʎɟڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂ^Ɏͽɂǵͮʡ́˱ڂ�ɂͮڂԲÄS^�Լհڂʎʡɂʎ̵́̿ڂ-
ΞʡɎɟ͝ڂɿ̵́̿͝ڂɟɂʡɿʡɂڂɂ́˱͝ʡɎɟ̿ǵͮʡ́˱́ڂɿڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂʎɟ˱ڂɎɟΞɟˍ̵́ʡ˱ʄڂÄ˱ɎʡΞʡɎͽǵˍڂ^Ɏͽɂǵͮʡ́˱ڂŴ̿́ʄ̿ǵ˪͝ڂԲÄ^ŴԼձڂ
Ɖɂʎ́́ˍ͝ڂǵ̿ɟ́ڂȻˍʡʄǵͮɟɎ̵́̿ڂ́ͮڂΞʡɎɟڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂǵͮڂʎ́˪ɟڂ̿́ڂʡ˱ͮ́ڂʎɟ̿ڂɟ˱Ξʡ̿́˱˪ɟ˱ͮ͝ڂʎɟ̿ɟڂǵ˱ڂÄ^Ŵͮڂɟǵ˪ڂɎɟͮɟ̿-
˪ʡ˱ɟͮ͝ڂʎǵͮڂǵͮ͝ڂͽɎɟ˱ͮڂ˱ɟɟɎ͝ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂ́ͮڂȻɟ˱ɟɿʡͮڂɿ̿́˪ڂʎʡ͝ڂ̿́ڂʎɟ̿ڂɟɎͽɂǵͮʡ́˱ǵˍ̵́̿ڂʄ̿ǵ˪ձڂƗʎɟڂ˱ɟɟɎڂɿ́̿ڂǵ͝͝ʡ͝-
ͮʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂ˪ͽͮ͝ڂȻɟڂɂ́˱͝ʡɎɟ̿ɟɎհڂˍʡ˅ɟͮ́ڂʎɟ̿ڂ˱ɟɟɎ͝հڂ˱́ڂǵڂɂǵ͝ɟՈȻΰՈɂǵ͝ɟڂȻǵ͝ʡ͝ձڂ

Under the Tech Act, an assistive technology device means “any piece of equipment or product or system, wheth-
er acquired commercially off the shelf, modified, or customized, that is used to increase, maintain, or improve the 
ɿͽ˱ɂͮʡ́˱ǵˍڂɂǵ̵ǵȻʡˍʡͮʡɟ́͝ڂɿڂɂʎʡˍɎ̿ɟ˱ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձդڂÄͮڂɿͽ̿ͮʎɟ̿ڂɎɟɿʡ˱ɟ͝ڂǵ˱ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰ͝ڂɟ̿Ξʡɂɟڂǵ͝ڂգǵ˱ΰ͝ڂɟ̿Ξʡɂɟڂ
ͮʎǵͮڂɎʡ̿ɟɂͮˍΰڂǵ͝͝ʡͮ͝͝ڂǵ˱ڂʡ˱ɎʡΞʡɎͽǵˍڂʡͮʎڂǵڂɎʡ͝ǵȻʡˍʡͮΰڂʡ˱͝ڂɟˍɟɂͮʡ́˱հڂǵɂ̻ͽʡ͝ʡͮʡ́˱ڂ̿́ڂͽ͝ɟ́ڂɿڂǵ˱ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂɎɟΞʡɂɟձդڂ
ԻŴձĖձڂԆԅԏՔԉԍԊԼ

What is the purpose/benefit of assistive technology?
Assistive tools and technologies can support individuals within intellectual or physical limitations to participate more 
ǵɂͮʡΞɟˍΰڂʡ˱ڂ˪ǵ˱ΰڂɿǵɂɟͮ́͝ڂɿͮڂʎɟʡ̿ڂˍʡΞɟ͝ձڂƗʎɟΰڂɂǵ˱ڂǵˍ̵́́̿͝ڂ˪́ͮɟڂʄ̿ɟǵͮɟ̿ڂʡ˱Ɏɟ̵ɟ˱Ɏɟ˱ɂɟڂǵ˱Ɏ̿ڂɟɎͽɂɟͮڂʎɟڂ˱ɟɟɎڂɿ́̿ڂɂǵ̿ɟʄʡΞ-
ɟ̿͝ڂͽ̵̵́̿ͮڂʡ˱ڂɂɟ̿ͮǵʡ˱ڂǵ̿ɟǵ͝հڂʎʡɂʎڂɟ˱ǵȻˍɟ͝ڂǵڂȻɟͮͮɟ̻̿ڂͽǵˍʡͮΰ́ڂɿڂˍʡɿɟڂɿ́̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ˱Ɏͮڂʎɟʡ̿ڂɿǵ˪ʡˍʡɟ͝ձڂ

Assistive technologies can include mechanical, electronic, and microprocessor-based equipment, non-medical and 
non-electronic aids, specialized instructional materials, services and strategies people with disabilities can use 
ɟʡͮʎɟ̿́ͮڂմ
ڂ Ԇձڂ ǵ͝͝ʡͮͮ͝ڂʎɟ˪ڂʡ˱ڂˍɟǵ̿˱ʡ˱ʄ
ڂ ԇձڂ ˪ǵ˅ɟͮڂʎɟڂɟ˱Ξʡ̿́˱˪ɟ˱ͮڂ˪́̿ɟڂǵɂɂɟ͝͝ʡȻˍɟ
ڂ ԉձڂ ɟ˱ǵȻˍɟͮڂʎɟ˪ڂ́ͮڂɂ́˪̵ɟͮɟڂʡ˱ͮڂʎɟڂ́̿˅̵ˍǵɂɟ
ڂ Ԋձڂ ɟ˱ʎǵ˱ɂɟͮڂʎɟʡ̿ڂʡ˱Ɏɟ̵ɟ˱Ɏɟ˱ɂɟͮ́ڂ̿́ڂʎɟ̿ʡ͝ɟڂʡ˪̵̿́Ξɟͮڂʎɟʡ̻̿ڂͽǵˍʡͮΰ́ڂɿڂˍʡɿɟ

How do you fund these services?
ƣ˱Ɏɟ̿ͮڂʎɟڂƗɟɂʎڂ�ɂͮհڂɟǵɂʎڂƣձƉձͮ͝ڂǵͮɟڂǵ˱Ɏͮڂɟ̿̿ʡͮ́̿ΰ̿ڂɟɂɟʡΞɟ͝ڂǵڂʄ̿ǵ˱ͮڂ́ͮڂɿͽ˱Ɏڂǵ˱͝͝�ڂʡͮ͝ʡΞɟڂƗɟɂʎ˱́ˍ́ʄΰڂ�ɂͮڂŴ̿́ʽɟɂͮڂ
Ի�Ɨ�ŴԼձڂƉɟ̿Ξʡɂɟ͝ڂ˪ǵΰڂΞǵ̿ΰڂȻΰͮ͝ڂǵͮɟհڂȻͽͮڂʄɟ˱ɟ̿ǵˍˍΰڂʡˍˍ̵́̿ڂΞʡɎɟͮڂʎɟڂɿ́ˍˍ́ʡ˱ʄͮڂΰ̵ɟ́͝ڂɿڂǵ͝͝ʡͮ͝ǵ˱ɂɟմ
ڂ Ԇձڂ �ɂɂɟ͝͝ڂ́ͮڂɂ́˪̵ͽͮɟ̿ʡφɟɎڂʡ˱ɿ́̿˪ǵͮʡ́˱ͮڂ˱́ڂʎɟڂͽ͝ɟ́ڂɿڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰ
ڂ ԇձڂ SɟΞɟˍ̵́ڂɎɟ˪́˱ͮ̿͝ǵͮʡ́˱ڂɂɟ˱ͮɟ̿͝ڂʎɟ̿ɟ̵ڂɟ̵́ˍɟڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂɂǵ˱̿ͮڂΰڂɎʡɿɿɟ̿ɟ˱̵ͮڂʡɟɂɟ́͝ڂɿڂɟ̻ͽʡ̵˪ɟ˱ͮ
ڂ ԉձڂ H́˱͝ͽˍͮǵ˱ͮ͝ڂ́ͮڂʎɟˍ̵ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂ˪ǵ˅ɟڂʡ˱ɿ́̿˪ɟɎڂɎɟɂʡ͝ʡ́˱͝ڂǵȻ́ͽͮڂɟ̻ͽʡ̵˪ɟ˱ͮ
ڂ Ԋձڂ żɟɿɟ̿̿ǵˍ͝ڂɟ̿Ξʡɂɟ͝
ڂ ԋձڂ Ɨ̿ǵʡ˱ʡ˱ʄڂ́ͮڂȻ́ͮʎڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ڂǵ˱Ɏͮ́ڂʎɟ̿͝ڂ

Sɟ̵ɟ˱Ɏʡ˱ʄͮڂ˱́ڂʎɟڂɎɟ˪́˱ͮ̿͝ǵͮɟɎڂ˱ɟɟɎհͮڂΰ̵ɟ́ڂɿڂɎɟΞʡɂɟհͮڂ̿́ڂˍ́́ͮڂɟɂʎ˱́ˍ́ʄΰڂǵ˱Ɏͮ͝ڂǵͮɟՄˍ́ɂǵˍ̿ڂɟ́͝ͽ̿ɂɟ͝հڂɿͽ˱Ɏʡ˱ʄڂǵ˱Ɏڂ
̿ɟʡ˪Ȼͽ̿͝ɟ˪ɟ˱ͮڂɿ́̿ڂǵ͝͝ʡͮ͝ʡΞɟͮڂɟɂʎ˱́ˍ́ʄΰڂɂǵ˱ڂΞǵ̿ΰڂʡɎɟˍΰձڂÄ˱ڂ˪ǵ˱ΰڂɂǵ͝ɟ͝հڂʎɟ̿ɟڂǵ˱ڂÄ^Ŵڂʡ˱ɂˍͽɎɟ̵͝͝ڂɟɂʡɿʡɂ̿ڂɟ̻ͽʡ̿ɟ˪ɟ˱ͮ͝ڂ
ɿ́̿ͮڂʎɟ͝ɟ́́ͮڂˍ͝հͮڂʎɟ͝ڂɂʎ́́ˍ͝ڂΰͮ͝ɟ˪ڂʡˍˍڂȻɟ̿ڂɟ̵́͝˱͝ʡȻˍɟڂɿ́̿ͮڂʎɟڂɂ́ͮ͝ձڂľͽͮ͝ʡɎɟ́ڂɿڂÄ^Ŵ͝հڂɿͽ˱Ɏʡ˱ʄڂɂǵ˱ڂɂ́˪ɟڂɿ̿́˪ڂʄ́Ξ-
ɟ̿˱˪ɟ˱̵ͮ́̿ڂʄ̿ǵ˪͝ڂԲƉƉÄհڂġɟɎʡɂǵʡɎհڂɟͮɂձԳհ̵̿ڂʡΞǵͮɟڂʡ˱͝ͽ̿ǵ˱ɂɟհڂɟ˪̵ˍ́ΰɟ̿͝ڂ̿́ڂˍ́ɂǵˍڂɂʎǵ̿ʡͮʡɟ͝ڂ̿́ڂɎʡ͝ǵȻʡˍʡͮΰ͝ڂͽ̵̵́̿ͮ̿́ڂʄǵ-
˱ʡφǵͮʡ́˱͝ձڂ̿́�ڂǵɎɎʡͮʡ́˱ǵˍڂʡ˱ɿ́̿˪ǵͮʡ́˱հڂʡͮڂʡ̿͝ڂɟɂ́˪˪ɟ˱ɎɟɎڂ́ͮڂΞʡ͝ʡͮͮڂʎɟ͝͝�ڂʡͮ͝ʡΞɟڂƗɟɂʎ˱́ˍ́ʄΰ̵́̿ڂʄ̿ǵ˪ڂʡ˱ڂΰ́ͽ̿ͮ͝ڂǵͮɟڂ́ͮڂ
ɟΫ̵ˍ́̿ɟڂʎǵͮڂɿͽ˱Ɏʡ˱ʄ͝ڂ̿́ڂͽ̵̵́̿ͮڂʡ́͝ڂɿɿɟ̿ɟɎڂʡ˱ڂΰ́ͽ̿ڂǵ̿ɟǵձڂ
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To support the need for assistive technology, parents and professionals should document precisely how the 
ͮ͝ͽɎɟ˱ͮڂ́ͽˍɎڂȻɟ˱ɟɿʡͮڂɟɎͽɂǵͮʡ́˱ǵˍˍΰձڂ̿́�ڂɟΫǵ˪̵ˍɟհڂɎ́ɂͽ˪ɟ˱ͮǵͮʡ́˱ڂ˪ǵΰڂʡ˱ɂˍͽɎɟڂǵ̵͝ڂɟɂʡɿʡɂڂɟΫǵ˪̵ˍɟ͝ڂͽɂʎڂǵ͝մڂ
գġǵ̿ΰڂͽ͝ͽǵˍˍΰͮڂǵ˅ɟ͝ڂԆڂʎ́ͽ̿ڂ́ͮڂɎ́ڂԏڂ˪ǵͮʎ̵́̿ڂȻˍɟ˪͝ձڂǆʡͮʎڂǵڂɂǵˍɂͽˍǵͮ́ հ̿͝ڂʎɟڂɂǵ˱ڂɎ́ͮڂʎɟ͝ڂǵ˪ɟڂ˱ͽ˪Ȼɟ̿́ڂɿ̵́̿ڂȻˍɟ˪͝ڂ
ʡ˱ڂԇԅڂ˪ʡ˱ͽͮɟ͝ձդڂ̿́�ڂ˪́̿ɟڂʡ˱ɿ́̿˪ǵͮʡ́˱ڂ˱́ڂÄ^Ŵ͝հ͝ڂɟɟڂƉɟɂͮʡ́˱ڂƉʡΫ́ڂɿͮڂʎʡ͝ڂʄͽʡɎɟձڂ

 
Section Seven Appendix

Organization Description Website

Seizure Trackerڂ �́ͽ˱ɎɟɎڂȻΰ̵ڂǵ̿ɟ˱ͮ́͝ڂɿڂǵڂɂʎʡˍɎڂʡͮʎڂƗƉHڂڂ ձ͝ɟʡφͽ̿ɟͮ̿ǵɂ˅ɟ ձ̿ɂ́˪
 who were struggling to understand their 
ڂ ́͝˱՟͝ ڂƗ̿ǵɂ˅ɟ֧̿ڂƉɟʡφͽ̿ɟڂǵɂͮʡΞʡͮΰհڂɟʡφͽ̿ɟ͝ڂ
 has become a valuable tool for parents, 
ڂ Ɏ́ɂͮ́̿͝ڂǵ˱Ɏ̿ڂɟ͝ɟǵ̿ɂʎɟ̿͝ڂǵˍʡ˅ɟձ
 
KidNeedsڂ Ŵ̿́ΞʡɎɟ̿͝ڂɟ́͝ͽ̿ɂɟ͝ڂɿ̵́̿͝ڂɟɂʡǵˍڂ˱ɟɟɎ͝ڂڂ ձ˅ʡɎ˱ɟɟɎ͝ձɂ́˪
 children and their families for different 
 types of disabilities, growth, development, 
ڂ ǵ˱Ɏͮڂɟɂʎ˱́ˍ́ʄΰձ
 
Danny Did Foundationڂ ڂڂʡ˪̵ǵɂͮɟɎڂǵ̿ɟڂʎ́ڂɿǵ˪ʡˍʡɟ͝ڂɿ́̿ڂɟ́͝ͽ̿ɂɟ̿ڂ� ձɎǵ˱˱ΰɎʡɎձ́̿ʄ
 by seizures

 Notable Section:
 Devices + Technology
  
Epilepsy Foundationڂ Ɨ́ڂˍɟǵɎͮڂʎɟڂɿʡʄʎͮ́ڂ́ͮڂΞɟ̿ɂ́˪ɟͮڂʎɟڂڂ ձɟ̵ʡˍɟ̵͝ΰձɂ́˪
 challenges of living with epilepsy and to 
 accelerate therapies to stop seizures, 
ڂ ɿʡ˱Ɏڂɂͽ̿ɟ͝հڂǵ˱Ɏ͝ڂǵΞɟڂˍʡΞɟ͝ձڂ

 Notable Section:
 Epilepsy Device Wiki
 
Charlie Foundationڂ SɟɎʡɂǵͮɟɎڂ́ͮڂǵɎΞǵ˱ɂʡ˱ʄͮڂʎɟڂǵǵ̿ɟ˱ɟ͝͝ڂڂ ձɂʎǵ̿ˍʡɟɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
 of ketogenic therapeutics to help with 
ڂ ͝ɟʡφͽ̿ɟ͝ձڂ
  
Chelsea Hutchisonڂ ڂڂ́ͮڂͽ̵̵́̿ͮ͝ڂǵ˱Ɏڂ̵ˍʎɟڂΞʡɎɟ̵́̿ڂ́ͮڂՈ̵̿́ɿʡͮ˱́˱ڂ� ձɂʎɟˍ͝ɟǵʎͽͮɂʎʡ́͝˱ɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
 individuals, particularly children and young 
ڂ ǵɎͽˍͮ͝հڂʎ́ڂʎǵΞɟڂɟ̵ʡˍɟ̵͝ΰձڂ

 Notable Section:
 Helpful Links: Monitoring Devices
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http://www.seizuretracker.com
http://www.kidneeds.com
http://www.dannydid.org
http://www.epilepsy.com
http://www.charliefoundation.org
http://www.chelseahutchisonfoundation.org


Section Eight: Self care and family dynamics
Caregiver mental health
@ɟʡ˱ʄڂǵڂɂǵ̿ɟʄʡΞɟ̿ڂɂǵ˱ڂȻɟڂɟ̻ͽǵˍˍΰ̿ڂɟǵ̿Ɏʡ˱ʄڂǵ˱Ɏ́ڂΞɟ̿ʎɟˍ˪ʡ˱ʄڂǵͮͮڂʎɟ͝ڂǵ˪ɟͮڂʡ˪ɟڂՊڂʡͮڂʡ͝ڂɂ́˪̵ˍɟͮɟˍΰڂ˱́̿˪ǵˍڂ́ͮڂɿɟɟˍͮڂʎʡ͝ڂ
ǵΰձڂġǵ˱ΰڂɂǵ̿ɟʄʡΞɟ̿ͮ͝͝ڂǵ̿ͮͮڂʎʡ͝ڂʽ́ͽ̿˱ɟΰڂǵ̵͝ڂǵ̿ɟ˱ͮ͝հڂΰɟͮͮ́ڂʎɟ̿͝ڂ˪ʡʄʎͮڂȻɟڂɿǵ˪ʡˍΰ̿ڂɟˍǵͮʡΞɟ͝ڂԲʄ̿ǵ˱Ɏ̵ǵ̿ɟ˱ͮ͝հ͝ڂʡȻˍʡ˱ʄ͝հڂɟͮɂձԳڂ
ڂ˱ǆɟͮ͝ɟ̿ڂɎʡ͝ǵȻʡˍʡͮΰձڂǵڂʡͮʎڂɟ́˱ɟ˪́͝ڂɿ́̿ڂɂǵ̿ɟ͝ڂʎǵͮͮڂգΞʡˍˍǵʄɟդڂʎɟͮڂɿ́ڂǵ̵̿ͮ͝ڂˍɟ͝͝ɟ˱ͮʡǵڂˍˍǵڂǵ̿ɟڂʎ́ڂɿ̿ʡɟ˱Ɏ͝ڂɿǵ˪ʡˍΰڂɂˍ́͝ɟڂ̿́
society often considers the village as solely for the loved one who needs assistance; however, the reality is that the 
Ξʡˍˍǵʄɟڂʡͮ͝ڂʎɟ͝ڂͽ̵̵́̿ͮ͝ڂΰͮ͝ɟ˪ڂɿ́̿ͮڂʎɟ̵̿ڂʡ˪ǵ̿ΰڂɂǵ̿ɟʄʡΞɟ̿ڂʡ˱ڂǵɎɎʡͮʡ́˱ͮڂ́ͮڂʎɟ̵ڂɟ̿́͝˱ڂʡͮʎڂǵڂɎʡ͝ǵȻʡˍʡͮΰձ

Regardless of where you are on this journey, it is important to take a moment and realize the first step in acknowl-
ɟɎʄʡ˱ʄڂɂǵ̿ɟʄʡΞɟ̿ڂ˪ɟ˱ͮǵˍڂʎɟǵˍͮʎڂʡ͝ڂǵɂɂɟ̵ͮʡ˱ʄͮڂʎǵͮڂʄ̿ʡɟɿͮ͝ڂǵ̿ͮɟɎڂǵͮڂɎʡǵʄ˱́͝ʡ͝ձڂÄͮڂʡ͝ڂɂ́˪̵ˍɟͮɟˍΰڂΞǵˍʡɎڂǵ˱Ɏ́ڂ˅ǵΰڂ́ͮڂʎǵΞɟڂ
˪ʡΫɟɎڂɟ˪́ͮʡ́˱͝ڂǵ˱Ɏ̵́̿ڂɂɟͮ͝͝ڂʎɟ̿ڂɟǵˍʡͮΰͮڂʎǵͮڂɟΞɟ̿ΰ́˱ɟڂʡ͝ڂգ˱́̿˪ǵˍդڂʡ͝ڂ́˱ڂˍ́˱ʄɟ̿ͮڂʎɟ͝ڂǵ˪ɟձڂġǵ˱ΰڂɂǵ̿ɟʄʡΞɟ̿ͮ͝ڂʎ̿́ڂ
themselves into understanding the disease, researching treatment options, experts and resources for their loved 
one, yet most do not take the same advice on finding those same resources, tricks and tools to help them become 
ͮʎɟڂȻɟͮ͝ڂɂǵ̿ɟʄʡΞɟ̿ͮ͝ڂʎɟΰڂɂǵ˱ڂȻɟɂ́˪ɟձڂƗʎʡ͝ڂ˱ɟڂ˱́̿˪ǵˍڂ˪ʡʄʎͮڂͮ́˱ڂȻɟڂʎǵͮڂΰ́ͽڂɟΫ̵ɟɂͮɟɎڂȻͽͮڂΰ́ͽڂɂǵ˱ͮ͝ڂʡˍˍڂʎǵΞɟڂǵڂ
͝ɟ˱͝ɟ́ڂɿڂɂ́˱ͮ̿́ˍڂɟΞɟ˱ڂͽ˱Ɏɟ̿ͮڂʎɟڂͮ́͝˪ڂɎʡɿɿʡɂͽˍͮڂɂʡ̿ɂͽ˪ͮ͝ǵ˱ɂɟ͝ձ

Hǵ̿ʡ˱ʄڂɿ́̿ڂǵڂˍ́ΞɟɎ́ڂ˱ɟڂʡͮʎڂǵ̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟ͝ڂͽɂʎڂǵ͝ڂƗƉHڂ˪ɟǵ˱͝ڂʎǵΞʡ˱ʄڂ́ͮڂ́̿˅ڂɟ̵͝ɟɂʡǵˍˍΰڂʎǵ̿Ɏڂǵͮڂɿʡ˱Ɏʡ˱ʄڂȻǵˍǵ˱ɂɟձڂÄͮڂʡ͝ڂ
ǵˍˍڂ́́ͮڂɂ́˪˪́˱ڂɿ́̿ڂɂǵ̿ɟʄʡΞɟ̿͝ڂʡ˱́ڂͽ̿ڂɂ́˪˪ͽ˱ʡͮΰڂ́ͮڂɿʡ˱Ɏͮڂʎɟ˪͝ɟˍΞɟ͝ڂʡͮʎ́ͽͮڂǵ͝ڂɟ˱͝ɟ́ڂɿڂȻǵˍǵ˱ɂɟڂʡ˱ͮڂʎɟʡ̿ڂˍʡΞɟ͝ձڂƗ́́́ڂɿ-
ten, caregivers will exhaust their minds and bodies in an effort to provide the absolute best for their loved one while 
˱ɟʄˍɟɂͮʡ˱ʄͮڂʎɟʡ̿́ڂ˱ڂȻǵ͝ʡɂڂ˱ɟɟɎ͝ձ

Ä˱ͮڂʎɟڂ˪ʡɎͮ́͝ڂɿڂȻɟʡ˱ʄ́ڂΞɟ̿ʎɟˍ˪ɟɎհڂʡͮڂɂǵ˱ڂǵˍ́͝ڂȻɟڂɂʎǵˍˍɟ˱ʄʡ˱ʄڂ́ͮڂɟΞɟ˱ڂ˅˱́ڂʎɟ̿ɟͮ͝ڂ́ͮڂǵ̿ͮհڂʎ́̿ڂ́ͮڂɟɂ́ʄ˱ʡφɟڂʡɿڂΰ́ͽڂ
are close to “burning out,” and what action steps you can take to create healthy boundaries so you can live your full-
ɟͮ͝ڂˍʡɿɟձڂ@ɟˍ́ڂǵ̿ɟ́͝ڂ˪ɟ͝ڂʡʄ˱͝ڂǵ˱Ɏ͝ڂΰ˪̵ͮ́˪́͝ڂɿڂɂǵ̿ɟʄʡΞɟ̿ڂȻͽ̿˱́ͽͮձڂÄɿڂΰ́ͽڂ̿́ڂǵ˱́ͮʎɟ̿ڂɂǵ̿ɟʄʡΞɟ̿ڂʡ͝ڂɟΫ̵ɟ̿ʡɟ˱ɂʡ˱ʄͮڂʎɟ͝ɟڂ
symptoms, we recommend reaching out to your local provider or therapist to work through your unique situation 
ǵ˱ɎڂɎɟΞɟˍ̵́ڂǵ̵ڂˍǵ˱ͮڂʎǵͮڂ˪ɟɟͮ͝ڂΰ́ͽ̿ڂ˱ɟɟɎ͝ձڂ

The TSC journey can often bring ups and downs given the uncertainties that exist during non-conflict, or non-cri-
͝ʡͮ͝ڂʡ˪ɟ͝հڂ́͝ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄڂΰ́ͽ̿ڂɂǵ̿ɟʄʡΞɟ̿ڂφ́˱ɟڂɂǵ˱ڂʎɟˍ̵ڂΰ́ͽڂʄǵͽʄɟͮڂʎɟڂǵ˪́ͽ˱ͮ́ڂɿ̿ͮ͝ڂɟ͝͝ڂΰ́ͽڂǵ̿ɟڂɂͽ̿̿ɟ˱ͮˍΰڂͽ˱Ɏɟ ձ̿ڂ
Stress levels constantly ebb and flow – you may have seasons where you fluctuate between the different caregiver 
φ́˱ɟ͝ձڂƗʎʡ͝ڂʡ͝ڂ˱́̿˪ǵˍڂǵ˱Ɏڂ́ͮڂȻɟڂɟΫ̵ɟɂͮɟɎձڂľ˱ɂɟڂΰ́ͽڂʎǵΞɟڂʎǵɎͮڂʡ˪ɟڂ́ͮڂʡ˪̵ˍɟ˪ɟ˱ͮͮڂʎʡ͝ڂΰ́ͽͮ͝ڂǵ̿ͮڂ́ͮڂͽ˱ɂ́Ξɟ̿̿ͮڂɟ˱Ɏ͝ڂʡ˱ڂ
ΰ́ͽ̿ڂˍʡɿɟڂǵ˱ɎڂȻɟڂǵȻˍɟͮ͝ڂ́ͮڂǵ̵̿ͮ́̿ڂǵɂͮʡΞɟˍΰڂɟ˪̵́ɟ̿ʡ˱ʄ̿ͮ͝ڂǵͮɟʄʡɟͮ͝ڂʎǵͮڂ́̿˅ڂɿ́̿ڂΰ́ͽڂǵ˱Ɏڂΰ́ͽ̿ڂɿǵ˪ʡˍΰڂɎΰ˱ǵ˪ʡɂձڂÄͮڂʡ͝ڂͮ́˱ڂ
ǵȻ́ͽͮ͝ڂͽ̿ΞʡΞʡ˱ʄͮڂʎʡ͝ڂˍʡɿɟնڂʡͮڂʡ͝ڂǵȻ́ͽͮڂͽ˱ʡ̻ͽɟˍΰͮڂʎ̿ʡΞʡ˱ʄͮڂʎɟڂȻɟͮ͝ڂΰ́ͽڂɂǵ˱ڂʡͮʎͮڂʎɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂΰ́ͽڂʎǵΞɟձڂ�˱́ͮʎɟ̿̿ڂɟ́͝ͽ̿ɂɟڂ
ʡͮ͝ڂʎɟڂ ́ڂ́ͮڂ ɟˍ̵ڂġɟڂʄͽʡɎɟڂʎɟ̿ɟڂΰ́ͽڂʡˍˍڂɿʡ˱Ɏڂǵڂˍʡͮ́͝ڂɿڂɟΫǵ˪̵ˍɟͮ͝ڂʎǵͮڂΰ́ͽڂɂǵ˱ڂɂͽͮ́͝˪ʡφɟڂ́ͮڂɿʡͮڂΰ́ͽ̿́ڂ˱ڂ˱ɟɟɎ͝ձڂ͝�ڂ
ɂǵ̿ɟʄʡΞɟ̿͝ڂʄ́ʡ˱ʄͮڂʎ̿́ͽʄʎڂɂʎǵˍˍɟ˱ʄʡ˱ʄͮڂʡ˪ɟ͝ڂΰ́ͽ́ڂɿͮɟ˱ڂʎɟǵ հ̿ڂգʎ́ڂɂǵ˱ڂÄڂʎɟˍ̵ڂΰ́ͽձդڂǓɟͮհڂΰ́ͽڂ˪ʡʄʎͮڂͮ́˱ڂɟΞɟ˱ڂ˅˱́ͮڂʎǵͮڂ
Ȼɟɂǵͽ͝ɟڂΰ́ͽڂǵ̿ɟڂǵˍ̿ɟǵɎΰڂʡ˱ڂǵڂɂ̿ʡ͝ʡ͝ڂǵ˱ɎڂɎɟɂʡ͝ʡ́˱ڂɿǵͮʡʄͽɟڂʡ͝ڂǵˍ̿ɟǵɎΰ͝ڂɟͮͮʡ˱ʄڂʡ˱ձڂ ǵΞʡ˱ʄڂǵڂʄ́ڂ́ͮڂˍʡͮͮ͝ڂʎǵͮڂΰ́ͽڂɂǵ˱͝ڂʎ́ڂ́ͮڂ
́ͮʎɟ̿́͝ڂͮ́˱ڂ˱ˍΰڂʎɟˍ̵͝ڂΰ́ͽڂȻͽͮڂʎɟˍ̵ͮ͝ڂʎ́͝ɟڂʡ˱ڂΰ́ͽ̿ڂʡ˱˱ɟ̿ڂɂʡ̿ɂˍɟڂ́ͮڂ˅˱́ڂʎ́̿ͮڂ́ͮڂͽˍΰڂʎɟˍ̵ڂΰ́ͽձڂ

Ė́ɂǵͮɟͮڂʎɟڂ�ʡ˱Ɏʡ˱ʄڂǓ́ͽ̿ڂHǵ̿ɟʄʡΞɟ̿ڂǪ́˱ɟڂǵ˱Ɏڂ ́ڂ́ͮڂ ɟˍ̵ڂġɟڂʄͽʡɎɟڂǵ˱Ɏڂ́̿˅͝ʎɟɟͮڂʡ˱ͮڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ڂ
ɿ́̿ڂǵɎɎʡͮʡ́˱ǵˍ͝ڂͽ̵̵́̿ͮձڂŴˍɟǵ͝ɟڂΞʡ͝ʡͮͮڂʎɟڂƗƉHڂĩǵΞʡʄǵ̵ͮ́̿ڂɟ̿ʡ́Ɏʡɂǵˍˍΰڂɿ́̿ڂǵɎɎɟɎ̿ڂɟ́͝ͽ̿ɂɟ͝ڂǵ˱Ɏڂͽ̵ɎǵͮɟɎڂɂ́˱ͮɟ˱ͮձڂ

Signs and symptoms of caregiver burnout
Äɿڂΰ́ͽڂɿʡ˱Ɏڂΰ́ͽ̿͝ɟˍɿڂʡɎɟ˱ͮʡɿΰʡ˱ʄڂʡͮʎڂǵ́ڂͮ́ˍڂɿͮڂʎɟ͝ɟڂɿɟɟˍʡ˱ʄ͝հ̵ڂˍɟǵ͝ɟ̿ڂɟǵɂʎ́ڂͽͮڂ́ͮڂΰ́ͽ̵̿̿ڂʡ˪ǵ̿ΰڂɂǵ̿ɟ̵ڂʎΰ͝ʡɂʡǵ˱ڂ̿́ڂˍ́ɂǵˍڂ
˪ɟ˱ͮǵˍڂʎɟǵˍͮʎ̵́̿ڂΞʡɎɟ ձ̿ڂ

Physical
ڂ ڂ ĩ́ڂɟ˱ɟ̿ʄΰհڂգ̿ͽ˱ڂɎ́˱դڂɿɟɟˍʡ˱ʄ
ڂ ڂ Hʎǵ˱ʄɟ͝ڂʡ˱ڂΰ́ͽ̿ڂȻ́Ɏΰڂɟʡʄʎͮ
ڂ ڂ Hʎ̿́˱ʡɂڂ̿́ڂǵɂͽͮɟ̵ڂǵʡ˱ڂǵ˱Ɏڂɿǵͮʡʄͽɟ
ڂ ڂ Ɖˍɟɟ̵ڂɂΰɂˍɟڂɎʡͮ͝ͽ̿Ȼǵ˱ɂɟ͝
ڂ ڂ ĩǵͽ͝ɟǵڂԲʡͮʎڂ̿́ڂʡͮʎ́ͽͮڂΞ́˪ʡͮʡ˱ʄԳ
ڂ ڂ Hʎǵ˱ʄɟ͝ڂʡ˱ڂȻ́ˍڂ˪́Ξɟ˪ɟ˱ͮ͝ڂԲɎʡǵ̿̿ʎɟǵڂ̿́ڂɂ́˱ͮ͝ʡ̵ǵͮʡ́˱Գ
ڂ ڂ �̿ɟ̻ͽɟ˱ͮڂɂ́ˍɎՈˍʡ˅ɟڂʡˍˍ˱ɟ͝͝ڂ̿́ڂɂ́˱ʄɟͮ͝ʡ́˱
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Emotional
ڂ ڂ ġ́́ɎڂƉʡ˱ʄ͝ڂǵ˱ɎՄ́̿́̿ͮ͝ڂ˱ʄɟ̿Ոͮʎǵ˱Ոͽ͝ͽǵˍڂɟ˪́ͮʡ́˱͝ڂԲǵ˱ʄɟ հ̿ڂɂ̿ΰʡ˱ʄհڂɟͮɂձԳ
ڂ ڂ ^˪́ͮʡ́˱ǵˍڂ˱ͽ˪Ȼ˱ɟ͝͝
ڂ ڂ Ėǵɂ˅́ڂɿڂɿ́ɂͽ͝Մɂ́˱ɂɟ˱ͮ̿ǵͮʡ́˱
ڂ ڂ H́˱ͮ͝ǵ˱ͮͮ͝ڂǵͮɟ́ڂɿڂɿɟɟˍʡ˱ʄ́ڂΞɟ̿ʎɟˍ˪ɟɎڂ̿́ڂ́̿̿ʡɟɎ
ڂ ڂ �̿ɟ̻ͽɟ˱ͮڂɟ˪́ͮʡ́˱́͝ڂɿڂʄͽʡˍͮڂǵ˱ɎՄ́̿̿ڂɟ͝ɟ˱ͮ˪ɟ˱ͮ

Behavioral
ڂ ڂ ĩɟʄˍɟɂͮʡ˱ʄڂΰ́ͽ̿́ڂ˱ڂȻǵ͝ʡɂڂʎɟǵˍͮʎڂ˱ɟɟɎ͝ڂԲǵ̵̵́ʡ˱ͮ˪ɟ˱ͮ͝հ͝ڂɂ̿ɟɟ˱ʡ˱ʄ͝հڂʎΰʄʡɟ˱ɟԳ
ڂ ڂ ĩ́ͮڂɟ˱ʽ́ΰʡ˱ʄͮڂʎɟͮڂʎʡ˱ʄͮ͝ڂʎǵͮڂΰ́ͽڂͽ͝ɟɎ́ͮڂ
ڂ ڂ �Ξ́ʡɎʡ˱ʄڂΰ́ͽ̿ڂɿ̿ʡɟ˱Ɏ͝ڂǵ˱Ɏڂɿǵ˪ʡˍΰ
ڂ ڂ Sɟͮǵɂʎ˪ɟ˱ͮڂɿ̿́˪ڂˍ́ΞɟɎ́ڂ˱ɟ͝
ڂ ڂ Ä˱ɂ̿ɟǵ͝ɟɎڂͽ͝ɟ́ڂɿڂǵˍɂ́ʎ́ˍհڂɎ̿ͽʄ͝հڂǵ˱ɎՄ̵́̿̿ڂɟ͝ɂ̿ʡ̵ͮʡ́˱ڂ˪ɟɎʡɂǵͮʡ́˱͝

Äɿڂΰ́ͽڂɿɟɟˍڂǵ˱ڂʡ˪˪ɟɎʡǵͮɟͮڂʎ̿ɟǵͮڂ́ͮڂΰ́ͽ̿͝ɟˍɿͮ́ڂ̿́ڂʎɟ̿͝հ̵ڂˍɟǵ͝ɟڂɂǵˍˍڂԐԆԆڂɿ́̿ڂʡ˪˪ɟɎʡǵͮɟڂǵ͝͝ʡͮ͝ǵ˱ɂɟձڂÄɿڂΰ́ͽڂǵ̿ɟڂʎǵΞʡ˱ʄ͝ڂͽʡ-
ɂʡɎǵˍͮڂʎ́ͽʄʎͮ͝հ̵ڂˍɟǵ͝ɟڂɂǵˍˍͮڂʎɟڂĩǵͮʡ́˱ǵˍڂƉͽʡɂʡɎɟڂŴ̿ɟΞɟ˱ͮʡ́˱ڂĖʡɿɟˍʡ˱ɟڂǵͮڂԆՔԏԅԅՔԇԎԉՔԏԇԋԋձ

Continuum of grief
Grief can accompany many life events big and small; the loss of something that was very important to you is an 
ʡ˪̵ǵɂͮɿͽˍڂɟΫ̵ɟ̿ʡɟ˱ɂɟձڂǆʎʡˍɟڂʡͮڂ˪ʡʄʎͮ͝ڂɟɟ˪́ڂͽͮ́ڂɿ̵ڂˍǵɂɟڂ́ͮڂɎʡ͝ɂͽ͝͝ڂʄ̿ʡɟɿڂʡ˱ͮڂʎʡ͝ڂʄͽʡɎɟհͮڂʎɟ̿ڂɟǵˍʡͮΰڂʡͮ͝ڂʎǵͮڂɟΞɟ̿ΰ́˱ɟڂ˱́ڂ
ͮʎʡ͝ڂʽ́ͽ̿˱ɟΰڂʎǵ͝ڂɟΫ̵ɟ̿ʡɟ˱ɂɟɎڂʄ̿ʡɟɿڂʡ˱ͮڂʎɟʡ̿́ڂ˱ڂͽ˱ʡ̻ͽɟڂǵΰձڂǆʎʡˍɟڂʡͮ՟͝ ڂʡ˪ǵ̿ʡˍΰ̵̿ڂɿ́ɂͽ͝ڂ́ͮڂͮ͝˱ǵ̿ɟ̵ڂɿ́̿ڂˍǵͮͽ̿ǵ˱ڂɂ́ͽ̿͝ɟڂɿ́ڂ
ʡͮ՟͝ڂɂʎʡˍɎհڂʎɟʡ̿ͮڂɿ́ڂɟˍˍȻɟʡ˱ʄڂʎɟͮڂ˱́ ڂͽͮʡ˱ɟ͝հ́̿ڂǓ́ͽ̿ڂɂʎǵ˱ʄɟձڂɿ́̿ɟΞɟ̿ڂˍˍʡڂʎǵɎڂɂɟ˱́ڂΰ́ͽڂʡɿɟˍڂʎɟͮڂɟɂ́ʄ˱ʡφɟ̿ڂ́ͮڂͮ˱ʡ˪̵́̿ͮǵڂ
connections and friendships may change – of course, this is a common part of parenthood even outside the realm 
́ɿڂǵ̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟڂɎʡǵʄ˱́͝ʡ͝ձڂǓ́ͽ̿ڂɿ̿ʡɟ˱Ɏ͝ڂǵ˱Ɏڂɿǵ˪ʡˍΰڂ˪ʡʄʎͮڂͮ́˱ڂȻɟڂǵǵ̿ɟ́ڂɿڂƗƉHհڂ˪ʡʄʎͮڂͮ́˱ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏڂʎ́ͮڂ́ͮڂǵˍ˅ڂ́ͮڂ
ΰ́ͽڂǵȻ́ͽͮͮڂʎʡ͝ڂ˱ɟڂɎʡǵʄ˱́͝ʡ͝ڂǵ˱Ɏڂ˪ǵΰڂǵ˱ͮڂ́ͮڂǵΞ́ʡɎڂȻɟʡ˱ʄڂʡ˱ͮ̿ͽ͝ʡΞɟڂ̿́ڂȻͽ̿Ɏɟ˱́͝˪ɟձڂ

Reflecting on these pivotal, lifechanging moments, it is important to shed awareness to those in your circle who care 
ΰɟͮڂǵ̿ɟ̻ڂͮ́˱ڂͽʡͮɟ͝ڂͽ̿ɟڂʎ́ڂ́ͮڂɟΞɟ˱ͮ͝ڂǵ̿ͮͮڂʎɟڂɂ́˱Ξɟ̿͝ǵͮʡ́˱ձڂľ˱ɟͮڂʎʡ˱ʄڂɟڂ˅˱́ڂɟˍˍڂǵͮͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʡͮ͝ڂʎǵͮڂɿǵ˪ʡ-
ˍʡɟ͝ڂǵ˱Ɏڂʡ˱ɎʡΞʡɎͽǵˍͮ͝ڂʎ̿ʡΞɟڂʎɟ˱ڂʄʡΞɟ˱ڂͽ˱ɂ́˱Ɏʡͮʡ́˱ǵˍ͝ڂͽ̵̵́̿ͮձڂƉ́հڂˍɟͮ՟͝ ǵ̿ɟձڂΰ́ͽڂʎɟ̿ɟڂʡͮʎڂǵ̿ͮͮ͝ڂ

Ɨʎɟڂͽͮ˪́ͮ͝ڂʡ˪̵́̿ͮǵ˱ͮڂɿǵɂͮ́̿̿ڂ́ͮڂɟ˪ɟ˪Ȼɟ̿ڂʡ͝ڂΰ́ͽڂʡˍˍڂɂΰɂˍɟͮڂʎ̿́ͽʄʎڂǵڂɂ́˱ͮʡ˱ͽͽ˪́ڂɿڂʄ̿ʡɟɿձڂ˪́̿�ڂ˱ɟڂɎʡǵʄ˱́͝ʡ͝հڂ́ͮڂ
failed milestones, to grieving the loss of a significant life event such as kindergarten, field trips, birthday parties, 
Ɏ̿ʡΞʡ˱ʄհڂʄ̿ǵɎͽǵͮʡ́˱ڂ̿́ڂɟΞɟ˱ڂɿͽͮͽ̿ɟڂɂʎʡˍɎ̿ɟ˱ձڂƉ́˪ɟ́ڂɿͮڂʎɟ͝ɟڂ˪ʡˍɟͮ́͝˱ɟ͝ڂǵ̿ɟڂɟǵ͝ʡɟ̿ڂ́ͮڂɎʡʄɟͮ͝հڂǵ˱Ɏͮ́ڂʎɟ̿͝ڂǵ̿ɟڂ˪ͽɂʎڂ
ʎǵ̿Ɏɟ̿ڂǵ˱ɎڂɎ́˱̿ʡʄʎ̵ͮڂǵʡ˱ɿͽˍ̵́̿ڂ́ͮڂɂɟ͝͝ձͮڂ̿́�ڂʎ́͝ɟڂΰ́ͽڂɂ́˱͝ʡɎɟ̿ڂ́ͮڂȻɟڂʡ˱ڂΰ́ͽ̿ڂʡ˱˱ɟ̿ڂɂʡ̿ɂˍɟڂՊڂΰ́ͽ̿ڂǵˍˍʡɟ͝ڂՊڂʡͮڂʡ͝ڂʡ˪̵́̿ͮ-
ǵ˱ͮͮڂʎɟΰڂȻɟڂ˪ʡ˱Ɏɿͽˍ́ڂɿͮڂʎɟ͝ɟڂɟΞɟ˱ͮ͝ձڂǆʎʡɂʎڂɟΞɟ˱ͮͮ͝ڂʡ˱ʄͮ͝ڂʎɟڂͮ́͝˪ڂ˪ʡʄʎͮڂͮ́˱ڂǵˍǵΰ͝ڂȻɟڂɂˍɟǵ̿ڂ́ͮڂΰ́ͽڂ̿́ڂΰ́ͽ̿ڂɂˍ́͝ɟڂ
ɿ̿ʡɟ˱Ɏ͝հڂ̿́˱ڂʡˍˍڂʡͮڂǵˍǵΰ͝ڂȻɟ̵̿ڂɟɎʡɂͮǵȻˍɟձڂ�ˍˍ́ڂΰ́ͽ̿͝ɟˍɿͮڂʡ˪ɟ̵́̿ڂ́ͮڂɂɟ͝͝ڂǵ˱ɎڂɟΫ̵̿ɟ͝͝ڂΰ́ͽ̿ڂɟ˪́ͮʡ́˱͝ڂʡͮʎ́ͽͮڂʽͽɎʄ-
˪ɟ˱ͮڂ̿́ڂǵͮڂʡ˪ɟˍʡ˱ɟձ̿�ڂʡɟɿڂ˱ɟΞɟ̿ڂʄ́ɟ͝ڂǵǵΰհڂǵ˱Ɏڂΰ́ͽ̿ڂʡ˱˱ɟ̿ڂɂʡ̿ɂˍɟ͝ڂʎ́ͽˍɎڂǵΞ́ʡɎڂ˪ǵ˅ʡ˱ʄͮ͝ڂǵͮɟ˪ɟ˱̵ͮ͝ڂ́ͮڂͽͮڂǵͮڂʡ˪ɟˍʡ˱ɟڂ˱́ڂ
ʎɟ˱ڂΰ́ͽ͝ڂʎ́ͽˍɎڂȻɟڂգ́Ξɟ̿ڂʡͮդڂ̿́ڂȻɟˍʡͮͮˍʡ˱ʄͮ͝ڂǵͮɟ˪ɟ˱ͮ́͝ڂɿͮڂʎɟڂ˪ʡ͝͝ɟɎڂ˪ʡˍɟͮ́͝˱ɟձڂÄͮڂʡ́͝ڂ˅ǵΰ͝ڂ́ͮڂʡͮڂʡͮʎ̿ڂǵ͝ڂǵɎ˱ɟ͝͝ձڂƗʎɟڂ
ʡ˱ǵȻʡˍʡͮΰ̵̵́̿ڂ́ͮڂɟ̿ˍΰ̵́̿ڂɂɟ͝͝ڂʄ̿ʡɟɿڂɂǵ˱ڂˍɟǵɎڂ́ͮڂɂǵ̿ɟʄʡΞɟ̿ڂȻͽ̿˱́ͽͮڂǵ˱Ɏ͝ڂʡʄ˱ʡɿʡɂǵ˱ͮڂ˪ɟ˱ͮǵˍڂʎɟǵˍͮʎڂʡ͝͝ͽɟ͝ձڂŚڂɟΞɟ̿ΰͮʎʡ˱ʄڂ
ΰ́ͽڂɂǵ˱̵́̿ڂ́ͮڂǵɂͮʡΞɟˍΰڂʎǵΞɟڂɿ̿ʡɟ˱Ɏ͝ʎʡ̵ڂʡ˱̵ڂˍǵɂɟڂ́ͮڂʎɟˍ̵ڂȻɟڂǵڂʄͽǵ̿Ɏ̿ǵʡˍڂɿ́̿ͮڂʎɟ͝ɟ͝ڂʡʄ˱͝ڂǵ˱Ɏ͝ڂΰ˪̵ͮ́˪͝ձڂ

Äͮڂʡ͝ڂǵˍ́́͝ڂ˅ǵΰڂ́ͮڂʎǵΞɟڂΰ́ͽ̿ڂʡ˱˱ɟ̿ڂɂʡ̿ɂˍɟ́ڂɿڂɿ̿ʡɟ˱Ɏ͝ڂɟɎͽɂǵͮɟɎڂ˱́ڂʎ́ڂΰ́ͽڂɿɟɟˍڂǵ˱Ɏڂʎ́ͮڂʎɟΰڂɂǵ˱ڂʎɟˍ̵ڂΰ́ͽձڂ̿́�ڂɟΫǵ˪̵ˍɟհڂ
ΰ́ͽڂ˪ʡʄʎͮڂǵ˱ͮ͝ڂ́ͮڂʎǵ̿ɟڂʡͮʎͮڂʎɟ˪́͝ڂ˪ɟڂ˱́ͮɟ͝մڂ

Silence does not have to be awkward. Be mindful and try not to talk during these moments to suggest “fixes” or 
make light of the situation. Your nonjudgmental presence might be all that I need. Don’t listen to respond; listen to 
understand and learn. Examine your own feelings of the situation and really process your own emotions. If you are 
the friend who has chosen to walk this journey with me, you too must adapt and grow along the way.

I do still want to be present in your life and want to hear about your family and even if nine times out of ten I say no 
to an activity, please still keep inviting me. Even if you want to share a milestone that might be triggering for me, 
̵ˍɟǵ͝ɟ͝ڂʎǵ̿ɟڂʡͮڂԲͮǵɂͮɿͽˍˍΰԳڂ́͝ڂÄڂɂǵ˱ڂɂɟˍɟȻ̿ǵͮɟڂʡͮʎڂΰ́ͽձڂÄڂ˪ʡʄʎͮ͝ڂͮ́˱ڂʎǵ̿ɟͮڂʎɟ͝ڂǵ˪ɟڂɟ˱ɟ̿ʄΰڂǵ˱Ɏڂɟ˱ͮʎͽ͝ʡǵ͝˪հڂȻͽͮڂÄڂɂʎɟ̿-
ish being a part of your life as well. 
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�˱Ɏڂʎɟ˱ڂʡͮڂɂ́˪ɟ͝ڂ́ͮڂʎɟˍ̵ʡ˱ʄڂΰ́ͽ̿ڂɿ̿ʡɟ˱Ɏ͝ڂȻͽʡˍɎڂǵ̿ڂɟˍǵͮʡ́˱͝ʎʡ̵ڂʡͮʎڂΰ́ͽ̿ڂɂʎʡˍɎڂʡͮʎڂƗƉHհڂʎɟˍ̵ͮڂʎɟ˪ڂȻɟڂǵͽͮʎɟ˱ͮʡɂձڂ
Ɨɟǵɂʎͮڂʎɟ˪ͮڂʎɟڂȻɟͮ͝ڂǵΰ͝ڂ́ͮڂɟ˱ʄǵʄɟڂΰ́ͽ̿ڂɂʎʡˍɎձڂ ɟˍ̵ڂΰ́ͽ̿ڂɿ̿ʡɟ˱Ɏ͝ڂˍɟǵ̿˱ڂʎ́ͮڂʎɟΰڂ˪ʡʄʎͮڂȻɟڂǵȻˍɟ͝ڂ́ͮڂͽ̵̵́̿ͮڂΰ́ͽڂ
Պڂ˪ǵΰȻɟͮڂʎɟΰڂɂǵ˱ڂˍɟǵ̿˱ڂǵȻ́ͽͮ͝ڂɟʡφͽ̿ɟ͝ڂǵɿɟͮΰڂ̿́ڂʎ́ڂ́ͮڂǵɎ˪ʡ˱ʡͮ͝ɟ̿ڂɟ˪ɟ̿ʄɟ˱ɂΰڂ˪ɟɎʡɂǵͮʡ́˱ձڂƗʎɟΰڂ˪ǵΰڂͮ́˱ڂȻɟɂ́˪ɟڂ
ɟΫ̵ɟ̿ͮ͝ڂʡ˱ڂƗƉHհڂȻͽͮͮڂʎɟΰڂɂɟ̿ͮǵʡ˱ˍΰڂɂǵ˱ڂȻɟɂ́˪ɟڂɟΫ̵ɟ̿ͮ͝ڂʡ˱ڂȻɟʡ˱ʄڂΰ́ͽ̿ڂɿ̿ʡɟ˱Ɏձ

Äͮ՟͝ ڂɂʎ́́͝ɟڂͮ́˱ڂɎʡɎڂΰ́ͽڂʡ˱ɟմˍڂǵͮ͝ˍڂʎǵͮͮڂżɟ̵ɟǵͮڂɂʎ́́͝ɟձڂͮ́˱ڂɎʡɎڂΰ́ͽڂɟ˱́ڂǵ˱Ɏڂʽ́ͽ̿˱ɟΰڂΰ́ͽ̿ڂʡ͝ڂʡͮڂȻͽͮڂʽ́ͽ̿˱ɟΰհڂɟǵ͝ΰڂ˱ǵڂͮ́˱ڂ
ͮʎʡ͝ڂʽ́ͽ̿˱ɟΰձڂڂ

Family discussions
Sʡ͝ɂͽ͝͝ʡ˱ʄڂǵڂ˱ɟڂɎʡǵʄ˱́͝ʡ͝ڂʡͮʎڂΰ́ͽ̿ڂɿǵ˪ʡˍΰڂʡ͝ڂǵˍ́͝ڂǵ̵́̿ڂɂɟͮ͝͝ڂʎǵͮڂɂǵ˱ڂȻɟڂɂʎǵˍˍɟ˱ʄʡ˱ʄڂɎͽ̿ʡ˱ʄͮڂʎʡ̵͝ڂʎǵ͝ɟձڂ^ǵɂʎ͝ڂʡͮ-
uation is unique and disclosing personal information with friends and family should occur only when you are ready 
ڂǵ˱Ɏڂɿ̿ʡɟ˱Ɏ͝ڂʡͮʎڂʎǵ̿ɟ͝ڂ˱ɂǵڂΰ́ͽڂɟͮͮɟ̿ˍڂǵڂɂ̿ǵɿͮɟɎڂʡǵ˱ɂɟˍˍ�ڂƗƉHڂʎɟͮڂɎʡɿɿʡɂͽˍͮհڂȻɟڂ˱ɂǵڂǵ̵̿ͮڂƗʎʡ͝ڂɎʡ͝ɂͽ͝͝ʡ́˱ձڂʎǵͮͮڂʎǵΞɟڂ́ͮ
ɿǵ˪ʡˍΰڂ́ͮڂʎɟˍ̵ڂɟΫ̵ˍǵʡ˱ͮڂʎɟڂɎʡǵʄ˱́͝ʡ͝ڂʎɟ˱ڂΰ́ͽڂ˪ʡʄʎͮڂͮ́˱ڂʎǵΞɟڂΰɟͮڂɿ́ͽ˱Ɏͮڂʎɟڂ́̿Ɏ͝͝ڂ́ͮڂǵΰձڂǓ́ͽڂɂǵ˱ڂɿʡ˱Ɏͮڂʎʡ͝ڂˍɟͮͮɟ̿ڂʡ˱ڂ
ͮʎɟڂƗʡ̵͝ڂɿ̿́˪ڂŴǵ̿ɟ˱ͮ͝͝ڂɟɂͮʡ́˱́ڂɿͮڂʎɟڂƗƉHڂĩǵΞʡʄǵͮ́̿ڂǵ͝ڂɟˍˍڂǵͮ͝ڂʎɟڂǵ̵̵ɟ˱ɎʡΫ́ڂɿͮڂʎʡ͝͝ڂɟɂͮʡ́˱ձڂ

How to talk to your child about TSC
The right time to tell your child he or she has tuberous sclerosis complex will depend on family dynamics, your 
ɂʎʡˍɎ՟͝ ڂǵ˱ɎڂǵȻʡˍʡͮΰͮ͝ڂΞʡɎɟ̵́̿ڂ́ͮڂͮ˱ʡ˪̵́̿ͮǵڂʡ͝ڂʡͮڂʄ̿́ͽ̵ڂǵʄɟڂʎʡͮ͝ڂSͽ̿ʡ˱ʄڂɟΞɟˍձˍڂǵͮͽ̿ʡͮΰ˪ڂǵ˱ɎڂǵȻʡˍʡͮʡɟ͝ڂɟͽ̿́ɂ́ʄ˱ʡͮʡΞɟ˱ڂ
Ȼǵˍǵ˱ɂɟڂʎɟ̿ɟ̵́͝͝ڂʡȻˍɟձ̿ڂ͝�ڂɟ͝ɟǵ̿ɂʎڂǵ˱Ɏͮڂɟɂʎ˱́ˍ́ʄΰڂʎǵΞɟڂʡ˪̵̿́ΞɟɎհڂ˪́̿ɟڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ̿ɟڂȻɟʡ˱ʄڂɎʡǵʄ˱́͝ɟɎڂɎͽ̿ʡ˱ʄڂ
̵̿ɟ˱ǵͮǵˍ͝ڂɂ̿ɟɟ˱ʡ˱ʄ͝ڂǵ˱ɎڂɟΞǵˍͽǵͮʡ́˱͝ձڂǆ́̿˅ʡ˱ʄڂʡͮʎڂΰ́ͽ̿ڂʎɟǵˍͮʎɂǵ̿ɟͮڂɟǵ˪ڂʡ˱ɂˍͽɎʡ˱ʄڂɂʎʡˍɎڂˍʡɿɟ̵͝ڂɟɂʡǵˍʡͮ͝͝ڂǵ˱Ɏͮڂʎɟ̿ǵ̵ʡͮ͝հڂ
ˍɟǵ̿˱ʡ˱ʄڂǵȻ́ͽͮڂƗƉHڂʡˍˍڂʎǵ̵̵ɟ˱ڂʄ̿ǵɎͽǵˍˍΰ́ڂΞɟ̿ͮڂʎɟڂΰɟǵ̿͝ձڂƉɟΞɟ̿ǵˍ̿ڂɟ́͝ͽ̿ɂɟ͝հ͝ڂͽɂʎڂǵ͝ڂȻ́́˅͝ڂPrincess Katie the Braveմڂ
A Story About Living with TSC, Teddie Rocket: The Astronaut with TSC and My Life with TSC, are available to help 
˱́̿˪ǵˍʡφɟͮڂʎɟڂɂ́˪̵ˍɟΫʡͮΰ́ڂɿͮڂʎɟʡ̿ڂƗƉHڂć́ͽ̿˱ɟΰձڂǓ́ͽڂɂǵ˱ڂɿʡ˱Ɏͮڂʎɟ͝ɟڂȻ́́˅͝ڂ˱́ڂ�˪ǵφ́˱ձڂ

ɟΞɟ́ ڂɎʡ͝ɟǵ͝ɟձڂɂʎ̿́˱ʡɂڂʎǵΞʡ˱ʄڂɿ́ڂǵ̵͝ɟɂͮ͝ڂˍΰɂʎ́Ո́͝ɂʡǵ̵͝ڂʎɟͮڂ́ͮڂǵɎǵ̵ͮڂˍˍʡڂ˱ɂ́˱Ξɟ̿͝ǵͮʡ́ڂʎʡͮ͝ڂʄ̿́͝հڂɂʎʡˍɎڂΰ́ͽ̿ڂ͝� հ̿ڂ
during this age group, providing simple yet truthful statements to help foster and healthy curiosity with balancing to 
ɟˍʡ˪ʡ˱ǵͮɟڂɿɟǵ̿͝ձڂƗʎɟ̿ɟڂʡ̿͝ڂ́˱ڂʡʄʎͮڂ̿́ڂ̿́˱ʄڂǵ˱͝ɟ̿ڂ˱́ڂʎɟ˱ڂΰ́ͽ͝ڂʎ́ͽˍɎͮڂɟˍˍڂΰ́ͽ̿ڂɂʎʡˍɎͮڂ˱́ڂʎɟʡ̿ڂɎʡǵʄ˱́͝ʡ͝ձڂÄɿڂΰ́ͽڂɿɟɟˍڂ
ˍʡ˅ɟڂΰ́ͽڂǵ̿ɟ̿ͮ͝ڂͽʄʄˍʡ˱ʄڂʡͮʎͮڂʎʡ͝հ̵ڂˍɟǵ͝ɟ̿ڂɟǵɂʎ́ڂͽͮڂ́ͮڂΰ́ͽ̿ڂˍ́ɂǵˍڂ˪ɟɎʡɂǵˍͮڂɟǵ˪ڂɿ́̿ڂǵɎɎʡͮʡ́˱ǵˍ̿ڂɟ́͝ͽ̿ɂɟ͝ձ

How to talk to your unaffected child(ren) about TSC
Siblings of children with disabilities face mixed challenges that all individuals within the family dynamic experience 
ǵɂ̿́ͮ͝͝ڂʎʡ͝ڂʽ́ͽ̿˱ɟΰձڂľˍɎɟ̿͝ڂʡȻˍʡ˱ʄ͝ڂɂǵ˱́ڂɿͮɟ˱ڂɿɟɟˍ̿ڂɟ̵́͝˱͝ʡȻˍɟڂɿ́̿ͮڂʎɟʡ̿ڂΰ́ͽ˱ʄɟ̿͝ڂʡȻˍʡ˱ʄ՟͝ -ʎͮ́ڂʎʡˍɟڂɎʡ͝ǵȻʡˍʡͮΰՄɎʡǵʄ˱́͝ʡ͝ڂ
ɟ̿͝ڂɿɟɟˍ̵ͮ́̿ڂɟɂͮʡΞɟհڂɟ˪Ȼǵ̿̿ǵ͝͝ɟɎհڂɂ́˱ɿͽ͝ɟɎڂǵ˱ɎڂɟΞɟ˱̿ڂɟ͝ɟ˱ͮɿͽˍձڂǓ́ͽ˱ʄɟ̿͝ڂʡȻˍʡ˱ʄ͝ڂɎ́ڂͮ́˱ڂ˅˱́ڂˍʡɿɟڂǵ˱ΰڂɎʡɿɿɟ̿ɟ˱ͮձڂƗʎɟΰڂ
can typically be more curious and accepting of the situation simply due to the birth order, but as they grow, they 
́ɿͮɟ˱ڂɿɟɟˍڂΞɟ̿ΰ̵ͮ́̿ڂɟɂͮʡΞɟڂǵ˱Ɏͮڂʎɟڂգʄͽǵ̿Ɏʡǵ˱դ́ڂɿͮڂʎɟʡ̿́ڂˍɎɟ̿͝ڂʡȻˍʡ˱ʄձڂÄͮ՟͝ ڂɎʡ̵͝ˍǵΰڂʎɟΰͮڂʎǵͮڂǵɂ˅˱́ˍɟɎʄɟڂ́ͮڂˍɟ͝͝ɟ˱ͮʡǵڂ
́ͽͮǵ̿ɎˍΰڂɎ́ɟ͝ڂͮ́˱ڂ˪ɟǵ˱ڂʡ˱ͮɟ̿˱ǵˍˍΰͮڂʎɟΰڂʎǵΞɟڂɎʡɿɿɟ̿ɟ˱ͮڂɟ˪́ͮʡ́˱͝ձڂSɟ̵ɟ˱Ɏʡ˱ʄͮڂ˱́ڂʎɟڂǵʄɟڂʄǵ̵հڂʡͮ՟͝ ڂʎɟͮڂǵ͝ڂͮ˱ʡ˪̵́̿ͮǵڂ
̵ǵ̿ɟ˱ͮڂ́ͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏͮڂʎǵͮڂǵˍˍڂɟ˪́ͮʡ́˱͝ڂǵ̿ɟڂ˱́̿˪ǵˍձڂ�ɎɎʡ˱ʄڂǵɎɎʡͮʡ́˱ǵˍ͝ڂʡȻˍʡ˱ʄ͝ڂʡ͝ڂǵ͝ڂʡʄ˱ʡɿʡɂǵ˱ͮڂˍʡɿɟڂɂʎǵ˱ʄɟհڂǵ˱Ɏڂʎɟ˱ڂ
́˱ɟڂɂʎʡˍɎ̿ڂɟ̻ͽʡ̿ɟ͝ڂ˪́̿ɟͮڂʡ˪ɟڂɿ̿́˪ڂΰ́ͽհڂʡͮ՟͝ ڂǵɎʽͽͮ͝ʡ˱ʄձڂʡ˪ɟͮڂʎǵ̿ɎڂǵڂʎǵΞɟڂ́ͮڂɂʎʡˍɎԲ̿ɟ˱Գڂͽ˱ǵɿɿɟɂͮɟɎڂΰ́ͽ̿ڂɿ́̿ڂˍǵ˪̿́˱ڂ

Ɨʎɟڂͮ́͝˪ڂΞʡͮǵˍͮڂʎʡ˱ʄڂΰ́ͽڂɂǵ˱ڂɎ́ڂʡ͝ڂʄʡΞɟڂΰ́ͽ̿ڂͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱Գڂɂ́˱͝ʡͮ͝ɟ˱ͮڂʡ˱ɎʡΞʡɎͽǵˍͮڂʡ˪ɟڂʡͮʎͮڂʎɟ˪ձڂĖɟͮͮڂʎɟ˪ڂ
ɟΫ̵̿ɟͮ͝͝ڂʎɟʡ̿ڂɿɟɟˍʡ˱ʄ͝ڂɿ́̿ڂʎ́ͮڂʎɟΰڂɿɟɟˍڂǵ˱Ɏͮڂͮ́˱ڂɟˍˍͮڂʎɟ˪ڂʎ́ͮڂʎɟΰڂɿɟɟˍձڂÄͮ՟͝ ڂʡͮʎڂǵͮɂʎ˪ڂͮ́˱ڂɎ́ڂ͝˱ɟ˪́ͮʡ́ڂʎɟʡ̿ͮڂʡɿڂǵΰ˅́ڂ
the reality of the situation, but with consistent individual time together, improved coping and communication skills 
ʡˍˍڂɎɟΞɟˍ̵́ձڂÄͮڂʡ͝ڂǵˍ́͝ڂʡ˪̵́̿ͮǵ˱ͮ͝ڂ́ͮڂɟͮڂǵڂʎɟǵˍͮʎΰڂɟΫǵ˪̵ˍɟڂǵ˱ɎڂΞɟ̿Ȼǵˍʡφɟڂʡͮ՟͝ Äͮ՟͝ڂʎɟˍ̵ձڂɿ́̿ڂ˅ǵ͝ڂ́ͮڂǵΰ˅́ڂ ڂʎʡ˱ʄͮ͝ڂɿ́̿ڂǵΰ˅́ڂ
ڂΰ́ͽ̿ڂ́ͮڂɎʡ͝ǵȻʡˍʡͮΰڂʎɟͮڂɟΫ̵ˍǵʡ˱ʡ˱ʄڂʡ͝ڂɿǵɂͮ́̿ڂɟΰ˅ڂʎɟ̿ͮ́˱�ڂʡ˪̵́̿ͮǵ˱ͮձڂʡ͝ڂʎǵͮͮڂΞɟ̿Ȼǵˍʡφʡ˱ʄڂǵ˱Ɏڂǵΰ˅́ڂͮ́˱ڂǵ̿ɟڂʎɟΰͮڂʡ˅ɟˍڂˍɿɟɟڂ́ͮ
ͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱Գڂǵͮͮڂʎɟʡ̿ڂǵʄɟՈǵ̵̵̵̿́̿ʡǵͮɟڂˍɟΞɟˍ́ڂɿڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄհڂʎ́˱ɟͮ͝ˍΰڂǵ̵́͝͝͝ڂʡȻˍɟձڂÄͮڂʡ͝ڂɟ͝͝ɟ˱ͮʡǵˍڂ́ͮڂ˪ɟɟͮڂ
ΰ́ͽ̿ڂͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱Գڂʎɟ̿ɟͮڂʎɟΰڂǵ̿ɟڂǵͮڂɟǵɂʎڂ˪ʡˍɟͮ́͝˱ɟհڂɟ˪́ͮʡ́˱ڂǵ˱Ɏ͝ڂʡʄ˱ʡɿʡɂǵ˱ͮڂɟΞɟ˱ͮͮڂʎǵͮ́ڂɂɂͽ̿ͮ͝ڂʎ̿́ͽʄʎ-
́ͽͮͮڂʎʡ͝ڂʽ́ͽ̿˱ɟΰհڂʎʡɂʎڂˍʡ˅ɟڂΰ́ͽ̿ڂǵɿɿɟɂͮɟɎڂɂʎʡˍɎհڂʡˍˍڂɂʎǵ˱ʄɟ́ڂΞɟ̿ͮڂʎɟڂΰɟǵ̿͝ձڂŴ̿́ΞʡɎʡ˱ʄ̵ڂɟɟ̿͝ڂͽ̵̵́̿ͮڂǵ˱Ɏ̵́̿ڂɿɟ͝͝ʡ́˱ǵˍڂ
ǵ͝͝ʡͮ͝ǵ˱ɂɟڂɂǵ˱ڂǵˍ́͝ڂʎɟˍ̵ڂΰ́ͽ̿ڂͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱ԳڂɎɟΞɟˍ̵́ͮڂʎɟ͝ڂ˅ʡˍˍ͝ڂǵͮ͝ڂʎɟΰڂ́́ͮڂǵ̿ɟͮڂ˱́ڂʎʡ͝ڂʽ́ͽ̿˱ɟΰձڂ�˱́ͮʎɟ̿ڂʎɟˍ̵ɿͽˍڂ
̵́ͮʡ́˱ڂʡ͝ڂ́ͮڂʎɟˍ̵ڂΰ́ͽ̿ڂͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱Գڂǵ̿ͮʡɂͽˍǵͮɟڂʎǵͮ͝ڂ́ͮڂǵΰڂʎɟ˱ͮڂʎʡ˱ʄ͝ڂ˪ʡʄʎͮڂɂ́˪ɟڂͽ̵ڂʡ˱̵ڂͽȻˍʡɂڂ̿́ڂǵͮ͝ڂɂʎ́́ˍձڂ
 ɟˍ̵ʡ˱ʄͮڂʎɟ˪̵́̿ڂǵɂͮʡΞɟˍΰڂʎǵΞɟ̵́̿ڂȻˍɟ˪́͝ڂˍΞʡ˱ʄ͝ڂ˅ʡˍˍ͝ڂɂǵ˱ڂʎɟˍ̵ڂɟˍʡ˪ʡ˱ǵͮɟڂȻǵ̿̿ʡɟ̿͝ڂǵ˱Ɏڂʡ͝͝ͽɟͮ͝ڂ˱́ڂʎɟʡ̿ڂƗƉHڂʽ́ͽ̿˱ɟΰձڂ

żɟʄǵ̿Ɏˍɟ́͝͝ڂɿڂΰ́ͽ̿ڂʽ́ͽ̿˱ɟΰհڂɟ˱͝ͽ̿ʡ˱ʄڂΰ́ͽ̿ڂͽ˱ǵɿɿɟɂͮɟɎڂɂʎʡˍɎԲ̿ɟ˱Գڂɿɟɟˍ͝ڂ˱ɟɟɎɟɎڂǵ˱Ɏڂɟ̻ͽǵˍˍΰڂʡ˪̵́̿ͮǵ˱ͮڂʡ͝ڂɟ͝͝ɟ˱ͮʡǵˍڂ́ͮڂ
ɟͮ͝ǵȻˍʡ͝ʎڂǵڂʎɟǵˍͮʎΰڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄڂǵ˱Ɏ́̿ͮ͝ڂ˱ʄڂɿǵ˪ʡˍΰڂɎΰ˱ǵ˪ʡɂձڂH́˱͝ʡͮ͝ɟ˱ͮˍΰ͝ڂʎ́ڂͽ̵ڂǵ˱ɎڂȻɟ̵̿ڂɟ͝ɟ˱ͮձڂƉɟͮڂȻ́ͽ˱Ɏǵ̿ʡɟ͝ڂ
ͮ́ʄɟͮʎɟ̿ͮڂʎǵͮڂɎͽ̿ʡ˱ʄͮڂʎɟʡ̿ڂʡ˱ɎʡΞʡɎͽǵˍͮڂʡ˪ɟڂʡͮ՟͝ -ɟǵɂʎͮڂǵ̿ɟڂΰ́ͽڂɟ˪ɟ˪Ȼɟ̿̿ڂͽ̵հڂʎ́͝ڂͮ́˱˱ɂǵڂΰ́ͽڂ˱ʡɿՄʎɟڂɎ˱�ڂʡ˪ɟձͮڂʎɟʡ̿ͮڂ
ʡ˱ʄͮڂʎɟ˪ڂȻΰڂɟΫǵ˪̵ˍɟڂʎ́ڂ́ͮڂɂ́˪˪ͽ˱ʡɂǵͮɟڂǵ˱ɎڂǵɎʽͽͮ͝ڂ́ͮڂˍʡɿɟڂɂʎǵˍˍɟ˱ʄɟ͝ձڂÄͮ՟͝ ڂʎ̿́ͽʄʎͮڂ˅́̿ڂ́ͮڂʎ́ڂ˪ʎɟͮڂɟǵɂʎͮڂ́ͮڂǵΰ˅́ڂ
ɂʎǵˍˍɟ˱ʄɟ͝ձڂǓ́ͽ՟̿ɟڂʄ́ʡ˱ʄڂ́ͮڂ˪ɟ͝͝ڂͽ̵հڂǵ˱Ɏͮڂʎǵͮ՟͝ Äͮ՟͝ڂǵΰձ˅́ڂ ڂʡ˪̵̿ɟ͝͝ʡ́˱ձڂɟΞɟ̿ˍǵͮ͝ʡ˱ʄڂ˱ǵڂɟǵΞɟˍڂˍˍʡڂʎǵͮͮڂɟΫͮ˱ڂɎ́ڂΰ́ͽڂʎǵͮڂ
@ɟڂǵɂɂ́ͽ˱ͮǵȻˍɟձڂ@ɟڂʎ́˱ɟͮ͝ձڂ@ɟ̿ڂǵձڂ@ɟڂΰ́ͽձڂ

49ձͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄՄͮ͝ɂ˱ǵΞʡʄǵͮ́̿



Respite care
ڂʡ˪ɟձͮڂ́ͮڂʡ˪ɟͮڂ˪ɿ̿́ڂɟ̻ͽʡ̿ɟɎ̿ڂȻɟڂǵΰ˪ڂʎǵͮͮڂɟ̿Ξʡɂɟ͝ڂͽ̵̵́̿ͮ͝ڂǵڂʡ͝ڂɂǵ̿ɟڂɟ̵͝ʡͮɟ̿ڂɎʡ͝ǵȻʡˍʡͮΰհڂǵڂʡͮʎڂɂʎʡˍɎڂǵڂɿ́ڂɿǵ˪ʡˍʡɟ͝ڂ̿́�
ƉɟΞɟ̿ǵˍͮڂΰ̵ɟ́͝ڂɿ̿ڂɟ̵͝ʡͮɟڂɂǵ̿ɟڂɟΫʡͮ͝հڂȻͽͮͮڂʎɟͮڂ́ڂ˪ǵʡ˱ڂ˪́Ɏɟˍ͝ڂǵ̿ɟڂʡ˱Ոʎ́˪ɟڂǵ˱Ɏ́ڂͽͮՈ́ɿՈʎ́˪ɟ̵ͮ́ڂʡ́˱͝ձڂƉ́˪ɟڂ
community-based programs offer respite care that may be as simple as providing a substitute caregiver for 
ǵڂɿɟڂʎ́ͽ̿͝ڂɟǵɂʎڂɟɟ˅ձڂľͮʎɟ̵̿́̿͝ڂΞʡɎɟڂ˪́̿ɟڂ˪ǵʽ́̿ڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝հڂˍʡ˅ɟͮڂɟ˪̵́̿ǵ̿ʡˍΰ̵ڂˍǵɂʡ˱ʄͮڂʎɟڂʡ˱ɎʡΞʡɎͽǵˍڂʡ˱ڂǵڂ
̵͝ɟɂʡǵˍ̿ڂɟ̵͝ʡͮɟڂʎ́˪ɟձڂ̿́�ڂɟΫǵ˪̵ˍɟհ́͝ڂ˪ɟڂ^̵ʡˍɟ̵͝ΰ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵɿɿʡˍʡǵͮɟ̵́̿͝ڂΞʡɎɟ̿ڂɟ̵͝ʡͮɟڂɂǵ̿ɟڂɿ́̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂ
ʎ́ڂɟΫ̵ɟ̿ʡɟ˱ɂɟڂɿ̿ɟ̻ͽɟ˱ͮڂǵ˱ɎڂɎɟȻʡˍʡͮǵͮʡ˱ʄ͝ڂɟʡφͽ̿ɟ͝ձڂHǵ̿ɟڂʡͮ͝ڂΰ̵ʡɂǵˍˍΰ̵́̿ڂΞʡɎɟɎڂɿ́̿ڂǵ˱ڂǵʄ̿ɟɟɎڂͽ̵́˱ͮڂʡ˪ɟձڂ

Ɨ́ڂɿʡ˱Ɏ́ڂͽͮڂʡɿͮڂʎɟ̿ɟڂʡ͝ڂǵ˱ڂǵɿɿʡˍʡǵͮɟڂʡ˱ڂΰ́ͽ̿ڂɂ́˪˪ͽ˱ʡͮΰͮڂʎǵ̵ͮ́̿ڂΞʡɎɟͮ͝ڂʎʡ͝͝ڂɟ̿ΞʡɂɟհڂΞʡ͝ʡͮڂƗʎɟڂ^̵ʡˍɟ̵͝ΰ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵͮڂ
ձɟ̵ʡˍɟ̵͝ΰձɂ́˪ձڂÄ˱ڂǵɎɎʡͮʡ́˱հͮڂʎɟڂĩǵͮʡ́˱ǵˍڂżɟ̵͝ʡͮɟڂĖ́ɂǵͮ́̿ڂƉɟ̿Ξʡɂɟڂʎɟˍ̵͝ڂʡ˱ɎʡΞʡɎͽǵˍ͝հ̵ڂǵ̿ɟ˱ͮ͝ڂǵ˱Ɏڂɂǵ̿ɟʄʡΞɟ̿͝ڂɿʡ˱Ɏڂ
̿ɟ̵͝ʡͮɟ͝ڂɟ̿Ξʡɂɟ͝ڂʡ˱ͮڂʎɟʡ̿ͮ͝ڂǵͮɟڂǵ˱Ɏڂˍ́ɂǵˍڂǵ̿ɟǵձڂƗ́ڂˍɟǵ̿˱ڂ˪́̿ɟڂǵȻ́ͽͮͮڂΰ̵ɟ́͝ڂɿ̿ڂɟ̵͝ʡͮɟڂɂǵ̿ɟ̵ڂˍɟǵ͝ɟڂΞʡ͝ʡͮڂƗƉHڂĩǵΞʡʄǵͮ́̿մڂ
�@H́͝ڂɿڂżɟ̵͝ʡͮɟմڂ�ڂH́˱͝ͽ˪ɟ̿ڂ�ͽʡɎɟڂɿ́̿ڂ�ǵ˪ʡˍΰڂHǵ̿ɟʄʡΞɟ̿͝ձ

*Please note: Respite care and services vary by state and region.

Section Eight Appendix

General family resources

Organization Description Website

Child Neurology  Ɨ́͝ڂɟ̿Ξɟڂǵ͝ڂǵڂɂ́ˍˍǵȻ́̿ǵͮʡΞɟڂɂɟ˱ͮɟ̿́ڂɿڂ ձɂʎʡˍɎ˱ɟͽ̿́ˍ́ʄΰɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
Foundation education, resources and support for 
 children and their families living with 
 neurologic conditions and facilitate 
 connection with medical professionals 
ڂ ʎ́ڂɂǵ̿ɟڂɿ́̿ͮڂʎɟ˪ձ

 Notable Articles:
 Tools & Resources
 Preparing for Your Doctor’s Visit
 Support for Patients & Caregivers

Charlie Foundationڂ ǆǵ͝ڂɿ́ͽ˱ɎɟɎڂʡ˱ڂԆԐԐԊ̵́̿ڂ́ͮڂΞʡɎɟڂڂ ձɂʎǵ̿ˍʡɟɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
 information about diet therapies for 
 people with epilepsy, other neurological 
ڂ Ɏʡ́̿͝Ɏɟ̿͝ڂǵ˱Ɏ͝ڂɟˍɟɂͮڂɂǵ˱ɂɟ̿͝ձ

 Notable Articles:
 Ketogenic Therapies & Resources
 
Varietyڂ ǃǵ̿ʡɟͮΰՈƗʎɟڂHʎʡˍɎ̿ɟ˱՟͝ ڂɟ̿Ξɟ͝͝ڂHʎǵ̿ʡͮΰڂ ձͽ͝Ξǵ̿ʡɟͮΰձ́̿ʄՄǵȻ́ͽͮՈͽ͝Մڂ
 children who may fall through the cracks 
ڂ ́ɿڂʄ́Ξɟ̿˱˪ɟ˱ͮڂɿͽ˱Ɏʡ˱ʄͮ́ڂ̿́ڂʎɟ̿ڂǵʡɎձڂ
 Depending on government policy and the 
 availability of other assistance, items and 
 services granted by Variety do vary from 
ڂ ͮ͝ǵͮɟͮ͝ڂ́ͮڂǵͮɟձڂ
 
Special Needs Projectڂ Ŵ̿́ΞʡɎɟ͝ڂȻ́́˅͝ڂǵȻ́ͽͮڂɎʡ͝ǵȻʡˍʡͮʡɟ͝հͮڂʎǵͮڂڂ ձ̵͝ɟɂʡǵˍ˱ɟɟɎ͝ձɂ́˪
 serve individuals, families, and 
 professionals with a large collection of 
 disability-related materials, including 
ڂ ͮʡͮˍɟ͝ڂǵȻ́ͽͮڂ�ͽͮʡ͝˪հڂ�S SհڂÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂ
ڂ ĖʡΞʡ˱ʄڂǵ˱Ɏڂ�ͽˍˍڂÄ˱ɂˍͽ͝ʡ́˱ձڂ
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http://www.epilepsy.com
http://www.childneurologyfoundation.org
http://www.charliefoundation.org
http://usvariety.org/about-us/
http://www.specialneeds.com


The M.O.R.G.A.N. Ɨʎɟڂġձľձżձ�ձ�ձĩձڂŴ̿́ʽɟɂͮڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂ ձͮʎɟ˪́̿ʄǵ˱̵̿́ʽɟɂͮձ́̿ʄ
Project awareness and support of families and 
ڂ ̵ǵ̿ɟ˱ͮ͝ڂɂǵ̿ʡ˱ʄڂɿ̵́̿͝ڂɟɂʡǵˍՈ˱ɟɟɎ͝ڂɂʎʡˍɎ̿ɟ˱ձڂ
ڂ Ä̵ͮ́̿ڂΞʡɎɟ͝ڂɿǵ˪ʡˍʡɟ͝ڂʡͮʎ̵͝ڂɟɂʡǵˍʡφɟɎڂ
 programs for children with special health 
 care needs, disabilities, sensory issues and 
ڂ ɂ́˱ɂɟ̿˱͝ڂ́ͮڂʡ˪̵̿́Ξɟڂɿǵ˪ʡˍΰ̻ڂͽǵˍʡͮΰ́ڂɿڂˍʡɿɟձڂ
 

Parent and caregiver resources

Organization Description Website

Courageous Parents  ^˪̵́ɟ̿͝հ͝ڂͽ̵̵́̿ͮ͝ڂǵ˱Ɏڂɟ̻ͽʡ̵͝ڂɿǵ˪ʡˍʡɟ͝ڂ ձɂ́ͽ̿ǵʄɟ́ͽ̵͝ǵ̿ɟ˱ͮ͝˱ɟͮ́̿˅ձ́̿ʄ
Network and providers caring for children with
Languages available:  ͝ɟ̿ʡ́ͽ͝ڂʡˍˍ˱ɟ͝͝ɟ͝ձ
English, Spanish
  
Parents Helping  Ɖͽ̵̵́̿ͮ͝հڂɟɎͽɂǵͮɟ͝ڂǵ˱Ɏڂʡ˱̵͝ʡ̿ɟ͝ڂɿǵ˪ʡˍʡɟ͝ڂ ձ̵ʎ̵ձɂ́˪
Ŵǵ̿ɟ˱ͮ͝ڂԲŴ ŴԼ and the community to build bright futures 
ڂ ɿ́̿ڂΰ́ͽͮʎڂǵ˱ɎڂǵɎͽˍͮ͝ڂʡͮʎ̵͝ڂɟɂʡǵˍڂ˱ɟɟɎ͝ձ
 
Association for  Ä͝ڂǵڂ˱́˱̵̿́ɿʡͮڂɎɟɎʡɂǵͮɟɎڂ́ͮڂɟ˱ʎǵ˱ɂʡ˱ʄڂ ձǵɂʎǵ˱ɂɟ̵ͮ́ǵ̿ɟ˱ͮձ˱ɟͮՄ
Successful Parenting the lives of parents living with learning
 difficulties and their families through 
ڂ ɟɎͽɂǵͮʡ́˱հڂǵɎΞ́ɂǵɂΰڂǵ˱Ɏ͝ڂͽ̵̵́̿ͮձڂÄͮڂȻ̿ʡ˱ʄ͝ڂ
 together researchers, practitioners, and 
 self-advocates to build the capacity of 
 communities and families to support and 
 improve outcomes for parents with 
ڂ ʡ˱ͮɟˍˍɟɂͮͽǵˍڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձ
 
The National Alliance  Ä͝ڂɎɟɎʡɂǵͮɟɎڂ́ͮڂʡ˪̵̿́Ξʡ˱ʄ̻ڂͽǵˍʡͮΰ́ڂɿڂˍʡɿɟڂɿ́̿ڂ ձɂǵ̿ɟʄʡΞʡ˱ʄձ́̿ʄ
for Hǵ̿ɟʄʡΞʡ˱ʄڂԲĩ�HԼڂ friends and family caregivers and those in
 their care, by advancing research, advocacy, 
ڂ ǵ˱Ɏڂʡ˱˱́Ξǵͮʡ́˱ձڂżɟ́͝ͽ̿ɂɟ̵͝͝ڂɟɂʡɿʡɂ̿ڂ́ͮڂǵ̿ɟڂ
 disease caregivers can be found under 
ڂ Ɖ̵ɟɂʡǵˍڂŴ̵́ͽˍǵͮʡ́˱͝ڂǵ˱Ɏڂ�ͽʡɎɟȻ́́˅ڂƉɟɂͮʡ́˱͝ձ
 
Parent to Parent USAڂ Ŵ̿́ΞʡɎɟ͝ڂɟ˪́ͮʡ́˱ǵˍڂǵ˱Ɏڂʡ˱ɿ́̿˪ǵͮʡ́˱ǵˍڂڂ ձ̵ԇ̵ͽ͝ǵձ́̿ʄ
 support to families of children who have 
ڂ ̵͝ɟɂʡǵˍڂ˱ɟɟɎ͝ձڂ

Sibling resources

Organization Description Website

Sibling Leadership  Ɨʎɟ̵ڂͽ̵̿́͝ɟ́ڂɿͮڂʎɟڂƉʡȻˍʡ˱ʄڂĖɟǵɎɟ̿͝ʎʡ̵ڂ ձ͝ʡȻˍʡ˱ʄˍɟǵɎɟ̿͝ʎʡ̵ձ́̿ʄ
Network Network is to promote a broad network 
 of siblings who share the experience of 
 disability and people concerned with 
 sibling issues by connecting them to 
 social, emotional, governmental, and 
 provisional supports across the lifespan 
 enabling them to be effective advocates 
 with their siblings and to serve as change 
ڂ ǵʄɟ˱ͮ͝ڂɿ́̿ͮڂʎɟ˪͝ɟˍΞɟ͝ڂǵ˱Ɏͮڂʎɟʡ̿ڂɿǵ˪ʡˍʡɟ͝ձ
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http://www.themorganproject.org
http://www.courageousparentsnetwork.org
http://www.php.com
http://www.achancetoparent.net/
http://www.caregiving.org
http://www.p2pusa.org
http://www.siblingleadership.org


The Sibling Support  ڂ�˱ǵͮʡ́˱ǵˍ̵́̿ڂʄ̿ǵ˪ڂɎɟɎʡɂǵͮɟɎͮڂ́ͮڂʎɟڂ ձ͝ʡȻˍʡ˱ʄ͝ͽ̵̵́̿ͮձ́̿ʄ
Project interests of siblings of people with 
ڂ Ɏʡ͝ǵȻʡˍʡͮʡɟ͝ձڂŴ̿́ΞʡɎɟ̵͝ڂɟɟ̿͝ڂͽ̵̵́̿ͮڂǵ˱Ɏڂ
 educational opportunities for siblings of 
ڂ ʡ˱ɎʡΞʡɎͽǵˍ͝ڂʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ

Siblings with a Missionڂ Ɖɟ̿Ξɟ͝ڂǵ˱Ɏ͝ڂͽ̵̵́̿ͮ͝͝ڂʡȻˍʡ˱ʄ͝ڂǵ˱Ɏڂɿǵ˪ʡˍʡɟ͝ڂڂ ձ͝ʡȻˍʡ˱ʄ͝ʡͮʎǵ˪ʡ͝͝ʡ́˱ձ́̿ʄ
 of individuals with complex health 
ڂ ɂ́˱Ɏʡͮʡ́˱͝ڂǵ˱ɎڂɎɟΞɟˍ̵́˪ɟ˱ͮǵˍڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձ
 
Mental health resources

Organization Description Website

The National Federation  Ŵ̿́ΞʡɎɟ͝ڂǵɎΞ́ɂǵɂΰڂɿ́̿ͮڂʎɟ̿ڂʡʄʎͮ́͝ڂɿڂɂʎʡˍɎ̿ɟ˱ڂ ձɿɿɂ˪ʎձ́̿ʄ
of Families for Children’s  and youth with emotional, behavioral, and
Mental Health mental health challenges; provides 
 assistance to a network of family run 
 organizations; and collaborates with 
 organizations to transform mental health 
ڂ ɂǵ̿ɟڂʡ˱ڂ�˪ɟ̿ʡɂǵձ
 
Mental Health  ġ ڂ�ʡͮ͝ڂʎɟڂ˱ǵͮʡ́˱՟͝ ڂɂ́˪˪ͽ˱ʡͮΰՈȻǵ͝ɟɎڂɟǵɎʡ˱ʄˍڂ ձ˪ʎǵ˱ǵͮʡ́˱ǵˍձ́̿ʄ
�˪ɟ̿ʡɂǵڂԲġ �Լ nonprofit dedicated to addressing the needs 
 of those living with mental illness and to 
ڂ ̵̿́˪́ͮʡ˱ʄͮڂʎɟ́ڂΞɟ̿ǵˍˍڂ˪ɟ˱ͮǵˍڂʎɟǵˍͮʎ́ڂɿڂǵˍˍձ

 Notable Article:
 Mental Health Resources for Caregivers

Respite services 

Organization Description Website

David’s Refugeڂ @ǵ͝ɟɎ́ڂͽͮ́ڂɿڂĩɟڂǓ́̿˅հڂSǵΞʡɎ՟͝ ڂڂżɟɿͽʄɟڂ ձɎǵΞʡɎ̿͝ɟɿͽʄɟձ́̿ʄ
 promotes “caring for the caregiver” and 
ڂ ʎ́ͮ͝͝ڂɟɟ˅ɟ˱Ɏڂ@ԧ@ڂʄɟͮǵǵΰ͝ڂɿ̵́̿ڂǵ̿ɟ˱ͮ͝ڂ
 and caregivers of children with special 
ڂ ˱ɟɟɎ͝ձڂÄͮڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂɿǵ˪ʡˍʡɟ͝ڂʡ˱ͮڂʎɟڂĩɟڂ
ڂ Ǔ́̿˅ڂǵ̿ɟǵհڂȻͽͮڂʡͮڂΰ́ͽڂˍʡΞɟڂǵ˱ΰʎɟ̿ɟͮڂ˱́ڂʎɟڂ
ڂ ɟǵͮ͝ڂɂ́ǵͮ͝ڂǵ˱Ɏڂɂǵ˱ڂɎ̿ʡΞɟڂ́ͮڂĩɟڂǓ́̿˅ڂɿ́̿ڂ
 one of these respite weekends, it will 
 extend services to you!  
 
ARCH National  �͝͝ʡͮ͝͝ڂǵ˱Ɏ̵́̿ڂ˪́ͮɟͮ͝ڂʎɟڂɎɟΞɟˍ̵́˪ɟ˱ͮڂ ձǵ̿ɂʎ̿ɟ̵͝ʡͮɟձ́̿ʄ
Respite Network of quality respite and crisis care programs 
 in the United States; to help families locate 
 respite and crisis care services in their 
 communities; and to serve as a strong 
ڂ Ξ́ʡɂɟڂɿ́̿̿ڂɟ̵͝ʡͮɟڂʡ˱ڂǵˍˍڂɿ́̿ͽ˪͝ձ
 
A Mother’s Restڂ Ä͝ڂǵڂ́˱Ɏɟ̿ɿͽˍ̿́ڂʄǵ˱ʡφǵͮʡ́˱ͮڂʎǵ̵ͮ́̿ڂΞʡɎɟ͝ڂ ձǵ˪́ͮʎɟ̿̿͝ɟͮ͝ձ́̿ʄڂ
ڂ Ɏʡ͝ɂ́ͽ˱ͮɟɎڂɂǵ̿ɟʄʡΞɟ̿Մ̿ɟ̵͝ʡͮɟ̿ڂɟͮ̿ɟǵͮڂ
ڂ ɟɟ˅ɟ˱Ɏ͝ڂǵɂ̿́ͮ͝͝ڂʎɟڂƣƉձڂÄͮ͝ڂ˪ʡ͝͝ʡ́˱ڂʡ͝ڂ́ͮڂ
 improve the emotional and physical health 
 of caregivers through proactive, restorative, 
ڂ ̿ɟ̵͝ʡͮɟ̵̵ͮ̿́́ڂͽ˱ʡͮʡɟ͝ձڂ
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http://www.siblingsupport.org
http://www.siblingswithamission.org
http://www.ffcmh.org
http://www.mhanational.org
http://www.davidsrefuge.org
http://www.archrespite.org
http://www.amothersrest.org
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Hope no matter how complexTM

8737 Colesville Road, Suite 400 
Silver Spring, MD 20910-4487

(800) 225-6872 | tscalliance.org | @tscalliance

http://www.tscalliance.org

