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September 2025 Revisions

e Assessments and Examinations; Physical/Neurological Examination Domain; Subdomain

standards page:
= Tethered Cord Syndrome Differential Diagnosis

Tethered Cord Syndrome Differential Diagnosis CRF — Core CDE

o The following New CRF and CDEs were posted on the Chiari | Malformation data

CDEID

CDE Name

C60617

Lumbar spine imaging instability radiologic evidence indicator

Tethered Cord Syndrome Differential Diagnosis CRF — Supplemental — Highly Recommended CDEs

CDEID CDE Name
C60615 Craniocervical imaging instability radiologic evidence indicator
C60616 Cervical spine imaging instability radiologic evidence indicator
60618 Thoracic disc herniation clinical evidence indicator
C60619 Thoracic disc herniation significant indicator
60620 Lumbar disc herniation clinical evidence indicator
C60621 Lumbar disc herniation significant indicator
C60622 Thoracic stenosis clinical evidence indicator
C60623 Tarlov cyst clinical evidence indicator
C60624 Tarlov cyst spinal cord vertebrae anatomic site
60625 Lumbar stenosis clinical evidence indicator
C60626 Lumbar stenosis anatomic site
C60627 Cervical stenosis clinical evidence indicator
C60628 Spinal cord injury history indicator
C60629 Spinal cord tumor imaging Indicator
C60630 Spinal cord tumor anatomic site
C60631 B12 deficiency test perform indicator
60632 Cervical disc herniation clinical evidence indicator
C60633 Cervical spondylotic myelopathy clinical evidence indicator
C60634 Normal pressure hydrocephalus clinical evidence indicator
C60635 Ventriculomegaly clinical evidence indicator
C60636 The Evans index ratio value

Tethered Cord Syndrome Differential Diagnosis CRF — Exploratory CDEs

CDE ID CDE Name
C60637 Kabuki syndrome diagnosis indicator
C60638 Giant axonal neuropathy diagnosis indicator
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e Assessments and Examinations; Physical/Neurological Examination Domain; Subdomain

o The following New CRF and CDE were posted on the Chiari | Malformation data
standards page:
= Tethered Cord Syndrome Neurocutaneous Signs

Tethered Cord Syndrome Neurocutaneous Signs CRF — Core CDE

CDE ID

CDE Name

C60468

Cutaneous stigmata occult tethered spinal cord gluteal cleft indicator

e Assessments and Examinations; Physical/Neurological Examination Domain; Subdomain

o The following New CRF and CDEs were posted on the Chiari | Malformation data
standards page:
= Tethered Cord Syndrome Pathophysiology

Tethered Cord Syndrome Pathophysiology CRF — Core CDEs

CDEID CDE Name
C60674 Tether cord pre-existing degenerative spine change indicator
C60675 Tether cord pre-existing degenerative spine change type

Tethered Cord Syndrome Pathophysiology CRF — Supplemental — Highly Recommended CDE

CDE ID

CDE Name

C60676

Late growth spurt indicator

Tethered Cord Syndrome Pathophysiology CRF — Supplemental CDEs

CDEID CDE Name
C60685 Post-surgical autonomic nervous system skin change indicator
C60686 Post-surgical autonomic nervous system hyperhidrosis change indicator
C60687 Post-surgical autonomic nervous system temperature change indicator

Tethered Cord Syndrome Pathophysiology CRF — Exploratory CDEs

CDEID CDE Name
C60671 Histology collagen fibril disruption electron microscopy indicator
C60672 Histology lymphocyte inflammation filum electron microscopy indicator
C60673 Histology hypervascularity filum inflammation electron microscopy indicator
C60677 Histology mast cell infiltration indicator
C60678 Filum neuronal elements observe indicator
C60679 Filum neuronal elements observe type
C60680 Filum neuronal elements observe section anatomic site
C60681 Histology increase collagen level subjective indicator
C60682 Histology Increase collagen elastin ratio indicator
C60683 Increased collagen elastin ratio value
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C60684 ‘ Histology ependymal canal cell lining filum observe indicator

e Assessments and Examinations; Physical/Neurological Examination Domain; Subdomain
o The following New CRF and CDEs were posted on the Chiari | Malformation data
standards page:
= Tethered Cord Syndrome Signs and Symptoms

Tethered Cord Syndrome Signs and Symptoms CRF — Supplemental — Highly Recommended CDEs
CDE ID CDE Name
C60601 Straight leg raising pain indicator

C60606 Motor exam perform indicator
60607 Motor exam result code
C60611 Klekamp Adult Tethered Cord Syndrome Neurologic System motor weakness score

C60613 Klekamp Adult Tethered Cord Syndrome Neurologic System bladder function score

C60614 Klekamp Adult Tethered Cord Syndrome Neurologic System sphincter function score

Tethered Cord Syndrome Signs and Symptoms CRF — Supplemental CDEs
CDE ID CDE Name
C60598 Foot drop indicator

C60599 Heel walking indicator
C60600 Toe walking indicator
C60602 Straight leg raising pain laterality type

C60603 Pain severe think nothing else scale
C60604 Overall weakness fatigue assessment past week scale
C60605 Babinski reflex non-assessment reason

C60609 Klekamp Adult Tethered Cord Syndrome Neurologic System pain intensity score

C60610 Klekamp Adult Tethered Cord Syndrome Neurologic System sensory disturbance
dysesthesias score

Tethered Cord Syndrome Signs and Symptoms CRF — Exploratory CDE
CDEID CDE Name
C60608 Pelvic traction participant capability reason

e Assessments and Examinations; Physical/Neurological Examination Domain; Subdomain
o The following New CRF and CDEs were posted on the Chiari | Malformation data
standards page:
= Tethered Cord Syndrome Urological Findings

Tethered Cord Syndrome Urological Findings CRF — Supplemental — Highly Recommended CDEs
CDE ID CDE Name
C60648 Detrusor sphincter dyssynergia urodynamic electromyogram indicator
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C60649 Urinary urgency suppression status

C60650 Urinary frequency suppression status

C60651 Urinary hesitancy strain status

C60652 Urinary dribble status

C60653 Nocturia indicator

C60661 Cystometry bladder filling pressure baseline category

C60662 Cystometry bladder filling pressure abnormal baseline indicator
C60667 Detruser sphincter dyssynergia bladder measurement category
C60670 Fecal incontinence urgency valsalva status

Tethered Cord Syndrome Urological Findings CRF — Supplemental CDEs

CDE ID CDE Name

C60654 Nocturia indicator count

C60656 Urinary tract infection past 12 month count

C60657 Dysuria symptom indicator

C60658 Pyuria indicator

C60660 Cystometry first sensation bladder filling category

C60663 Cystometry bladder filling pressure prior capacity value

C60669 Bladder incomplete voiding sensation indicator

Tethered Cord Syndrome Urological Findings CRF — Exploratory CDEs

CDE ID CDE Name
C60659 Bladder compliance calculate value
C60664 Detrusor muscle overactive indicator
C60665 Intravesicular bladder filling pressure measurement category
C60666 Bladder awake capacity before pain leakage measurement category
C60668 Pudendal nerve latency time measurement category

e Assessments and Examinations; General Motor Domain; Subdomain

o The following New CRF and CDEs were posted on the Chiari | Malformation data

standards page:
= Tethered Cord Syndrome Orthopedic Findings

Tethered Cord Syndrome Orthopedic Findings CRF — Core CDEs

CDEID CDE Name

C60640 Pes cavus indicator

C60643 Tether spinal cord foot deformity indicator

C60644 Tether spinal cord foot deformity indicator type

C60645 Leg length discrepancy indicator

C60646 Leg length discrepancy difference measurement value
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Tethered Cord Syndrome Orthopedic Findings CRF — Supplemental — Highly Recommended CDE

CDEID

CDE Name

C60647

Caudal regression syndrome diagnosis indicator

Tethered Cord Syndrome Orthopedic Findings CRF — Supplemental CDEs

CDEID CDE Name
C60639 Plateau in growth indicator
C60641 Hammer toe indicator
C60642 Mallet toe indicator

e Assessments and Examinations; Imaging Diagnostics Domain; Subdomain
o The following New CRF and CDEs were posted on the Chiari | Malformation data

Tethered Cord Syndrome Radiological Findings CRF — Core CDEs

standards page:

= Tethered Cord Syndrome Radiological Findings

CDE ID CDE Name
C60690 Imaging T1 sagittal axial plane lipoma filum terminale indicator
C60692 Conus medullaris position anatomic site

Tethered Cord Syndrome Radiological Findings CRF — Supplemental — Highly Recommended CDEs

CDEID CDE Name
C60676 Late growth spurt indicator
C60691 Imaging lipoma filum terminale section type
C60693 Lumbar spinal canal diameter widen stenosis indicator
C60694 Block vertebrae indicator
C60700 Sacral segment lumbarization indicator
Ce0701 In situ filum width measurement category
C60705 Surgical procedure tethered cord retether indicator
C60706 Imaging MRI prone indicator

Tethered Cord Syndrome Radiological Findings CRF — Exploratory CDEs

CDE ID CDE Name
C60688 Imaging filum terminale posterior position dorsal surface coccyx attachment indicator
C60689 Imaging nonfused lamina spinal cord X-ray present indicator
C60695 Lumbosacral transitional vertebrae indicator
C60696 Imaging lumbar vertical segment type count
C60697 Imaging non-weight bearing vertebral body count
C60698 Imaging non-weight bearing L5 define iliolumbar ligament indicator
C60699 Spinal vertebral body rectangular indicator
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C60702 Imaging dorsal adhesion supine prone present position indicator
C60703 Imaging dorsal adhesion etiology present position type

C60704 Imaging dorsal adhesion etiology present position type other text
C60707 Imaging spinal sonography neonate indicator

C60708 Imaging high resolution spinal sonography indicator

C60709 Spinal translational flexion extension instability indicator

C60710 Filum terminale straight attachment indicator

e Treatment/Intervention; Data Therapies Domain; Subdomain

o The following New CRF and CDEs were posted on the Chiari | Malformation data

standards page:
= Tethered Cord Syndrome Treatment

Tethered Cord Syndrome Treatment CRF — Core CDEs

CDEID CDE Name
C60715 Symptom monitor tethered cord syndrome indicator
C60743 Pre-operative neurological symptom worsen complication indicator
C60744 Pre-operative urological symptom worsen complication indicator
C60745 Pre-operative pain symptom worsen complication indicator

Tethered Cord Syndrome Treatment CRF — Supplemental — Highly Recommended CDEs

CDEID CDE Name
Ce60711 Intervention conservative management treatment prior surgical procedure indicator
C60712 Intervention conservative management treatment non-surgical procedure indicator
C60716 Symptom progression last six month tethered cord syndrome indicator
C60717 Symptom progression last six month tethered cord syndrome type
C60718 Symptom progression six month tethered cord syndrome type other text
C60720 Surgery procedure kyphosis reduction osteotomy indicator
C60727 Filum terminale resection length measurement
60728 Filum terminale resection width measurement
C60729 Surgery procedure filum terminale retraction perform indicator
C60737 Surgical procedure complication arachnoiditis indicator
C60738 Surgical procedure complication CSF leak indicator
C60739 Nerve tissue injury indicator
C60741 Nerve injury cauda equina indicator

Tethered Cord Syndrome Treatment CRF — Supplemental CDEs

CDEID CDE Name
C60721 Surgery procedure laminectomy indicator
C60722 Surgery procedure laminectomy anatomic site
C60724 Electrodiagnostic test during surgery procedure perform indicator
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C60732 Surgical procedure valsalva maneuver interoperative perform indicator
C60733 Bed rest post-surgical procedure position type

C60734 Bed rest post-surgical procedure day duration

C60742 Spinal headache protract greater one week complication indicator

Tethered Cord Syndrome Treatment CRF — Exploratory CDEs

CDEID CDE Name

C60713 Intervention conservative management treatment non-surgical procedure type

C60714 Intervention conservative management treatment non-surgical procedure type other
text

C60719 Electrodiagnostic study tether cord syndrome symptom prior surgical procedure perform
indicator

C60723 Surgery procedure endoscopy indicator

C60725 Surgery procedure filum terminale release perform type

C60726 Surgery procedure filum terminale release perform type other text

C60730 Surgical procedure filum terminale retraction quantity measurement type

C60731 Surgical procedure laminoplasty perform indicator

C60735 Post-surgical procedure drainage placement indicator

C60736 Post-surgical procedure drainage day duration

January 2020 Revisions

e General Core CRF updated to replace 'Gender' question with ‘Sex assigned at birth' and 'Gender

identity’.

e Two new CDEs added to CRF: C58676 (Sex assigned at birth) and C58677 (Gender identity).

C00035 has been removed

e Start-Up document updated to reflect these changes.

May 2018 Revisions
e The CM Imaging case report form (F2507) was updated to reflect the following changes:

Question 6: Changed from Length of Syrinx TO Length of hydrosyringomyelia

Definition - the minimal value of this field when fluid is present in the spinal cord (i.e. #6 is
yes) is set to “1.” A “segment” is defined as equal to or greater than the half the height of
the corpus of the adjoining vertebral bodies at the mid-sagittal plane. Example:
hydrosyringomyelia extending from just caudal to the mid-point of the C3 vertebral body to
just rostral to the mid-point of the C5 vertebral body would be assigned a value of “2.”]

Question 9: Maximum width of syrinx was changed TO Maximum width of
hydrosyringomyelia

9a. Added question - Greatest transverse diameter of the spinal cord

9b. Added question - Greatest transverse diameter of the thecal sac

Chiari Malformation | CDE Revision History Document last updated September 2025 Page 8 of 14



Chiari | Malformation CDE Revision History Document

- Question 20: Supraoccipital Length - Supraoccipital Length definition was revised to identify
the internal peak where tentorium inserts internally, which is more relevant for Chiari.
Supraoccipital Length, Figure 12, was revised to extended to the most posterior margin of

the external occipital protuberance on midsagittal image.

- Question 28: Spinal Dysraphism ADDED (excluding spina bifida occulta)

- Question 31: ADDED question - Empty sella turcica present?

Definition - Pituitary height:

o |: normal appearance—the superior aspect of the pituitary gland was either

convex or flat
II: mild (loss of pituitary height h > 2/3 of the sella height H
Ill: moderate (1/3 H<h<2/3H)
IV: severe (h< 1/3 H)
V: empty sella if the sella turcica was enlarged and no pituitary parenchyma was
observable
(where h denotes the pituitary height and H denotes the height of the sella turcica.
Define h as the minimal pituitary height in the mid-sagittal plane
Define H as either the maximal depth of the sella turcica in the mid-sagittal plane as
measured to the tuberculum sellae OR to the limbus sphenoidale- the latter may be
favored due to ease of identification)
o Pituitary dorsal contour:

Convey, Flat, Concave (as viewed from above)

O O O O

e The following changes were made to the Chiari | Malformation Start-Up and Highlight Summary

document
Domain; Sub- Data Element CDEID Old Classification New
Domain Classification
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Disease/Injury Related Subject ID C19247 Core Supplemental
Events; Classification
Disease/Injury Related Injury date time C05400 Core Supplemental
Events; Classification
Outcomes and End Skin abnormality C22411 Core Exploratory
Points; Assessing peizogenic papule
Comorbidities indicator
Outcomes and End Hydrocephalus family C22449 Core Supplemental
Points; Assessing history slit ventricle
Comorbidities indicator
Outcomes and End Gravida maternal value C11065 Core Supplemental
Points; Assessing
Comorbidities
Outcomes and End Pregnancy miscarriage C22456 Core Supplemental
Points; Assessing medical termination
Comorbidities still birth count
Outcomes and End Parity maternal value C11063 Core Supplemental
Points; Assessing
Comorbidities
Outcomes and End Medical history C22459 Core Supplemental
Points; Assessing Menieres disease
Comorbidities indicator
Outcomes and End Medical history C22465 Core Supplemental
Points; Assessing cervical radiculopathy
Comorbidities disc disease indicator
Outcomes and End Medical history C22467 Core Exploratory
Points; Assessing sarcoidosis condition
Comorbidities indicator
Outcomes and End Medical history C22469 Core Exploratory
Points; Assessing tuberculosis condition
Comorbidities indicator
Outcomes and End Medical history Lyme C21870 Core Supplemental
Points; Assessing disease indicator
Comorbidities
Outcomes and End Medical history spinal C22475 Core Supplemental
Points; Assessing stenosis indicator
Comorbidities
Outcomes and End Psychiatric anxiety C19831 Core Supplemental
Points; Assessing indicator
Comorbidities
Outcomes and End Attention deficit C22478 Core Supplemental
Points; Assessing hyperactivity disorder
Comorbidities indicator
Participant History and Chiari malformation C21761 Supplemental-Highly Supplemental
Family History; General | screening Recommended
Health History hypermobility family

indicator
Participant History and Chiari malformation C21766 Supplemental-Highly Supplemental
Family History; General | screening Recommended
Health History echocardiogram mitral

valve prolapse aortic

aneurysm diagnosis

indicator
Participant History and Chiari malformation C21767 Supplemental-Highly Supplemental

Family History; General
Health History

screening orthopedic
joint hip dislocation
unusual pain screen
indicator

Recommended
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Disease/Injury Related Chiari | malformation C21690 Supplemental-Highly Supplemental
Events; Classification headache pressure Recommended

daily occurrence

indicator
Disease/Injury Related Chiari | malformation C21691 Supplemental-Highly Exploratory
Events; Classification neck pain stiff radiate Recommended

shoulder symptom

indicator
Disease/Injury Related Chiari | malformation C21692 Supplemental-Highly Supplemental
Events; Classification prickle tingle numb Recommended

arm leg frequent

occurrence symptom

indicator
Disease/Injury Related Chiari | malformation C21693 Supplemental-Highly Supplemental
Events; Classification position change dizzy Recommended

symptom indicator
Disease/Injury Related Chiari | malformation C21694 Supplemental-Highly Exploratory
Events; Classification unsteady stand walk Recommended

symptom indicator
Disease/Injury Related Chiari | malformation C21695 Supplemental-Highly Exploratory
Events; Classification headache pressure eye Recommended

ear light sensitive

symptom indicator
Disease/Injury Related Chiari | malformation C21697 Supplemental-Highly Exploratory
Events; Classification chronic fatigue short- Recommended

term memory loss

irritable symptom

indicator
Disease/Injury Related Chiari | malformation C21698 Supplemental-Highly Exploratory
Events; Classification generalize weakness Recommended

stiff arm leg symptom

indicator
Disease/Injury Related Chiari | malformation C21699 Supplemental-Highly Exploratory
Events; Classification shortness breath blur Recommended

vision ring ear urinary

urgency heart

palpitation symptom

indicator
Disease/Injury Related Headache primary C21778 Supplemental-Highly Exploratory
Events; History of anatomic site Recommended
Disease/Injury Event
Disease/Injury Related Headache primary C21780 Supplemental-Highly Exploratory
Events; History of laterality anatomic site Recommended
Disease/Injury Event
Disease/Injury Related Headache primary C21782 Supplemental-Highly Exploratory
Events; History of laterality anatomic site Recommended
Disease/Injury Event score
Disease/Injury Related Headache frequency C21790 Supplemental-Highly Exploratory
Events; History of type Recommended
Disease/Injury Event
Disease/Injury Related Headache frequency C21791 Supplemental-Highly Exploratory
Events; History of score Recommended
Disease/Injury Event
Disease/Injury Related Headache duration C21837 Supplemental-Highly Exploratory

Events; History of
Disease/Injury Event

type

Recommended
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Disease/Injury Related Headache duration C21838 Supplemental-Highly Exploratory
Events; History of score Recommended
Disease/Injury Event
Disease/Injury Related Headache aggravating C21842 Supplemental-Highly Exploratory
Events; History of pain factor type Recommended
Disease/Injury Event
Disease/Injury Related Headache aggravating C21843 Supplemental-Highly Exploratory
Events; History of pain factor score Recommended
Disease/Injury Event
Disease/Injury Related Headache assessment C21844 Supplemental-Highly Exploratory
Events; History of total score Recommended
Disease/Injury Event
Treatment/Intervention | Medication prior name C18035 Supplemental-Highly Supplemental
Data; Drugs Recommended
Treatment/Intervention | Medication prior or C02006 Supplemental-Highly Supplemental
Data; Drugs concomitant dose Recommended
Treatment/Intervention | Medication prior or C02011 Supplemental-Highly Supplemental
Data; Drugs concomitant dose Recommended

frequency
Treatment/Intervention | Medication prior or C02016 Supplemental-Highly Supplemental
Data; Drugs concomitant start date Recommended

and time
Treatment/Intervention | Medication prior or C02008 Supplemental-Highly Supplemental
Data; Drugs concomitant end date Recommended

and time

November 2017 Revisions
e The CM Start-Up document was missing twelve CDEs. Addition of the following CDEs were
added to the document:

13758 Imaging Indicator of the Supplemental-Highly
diagnosis stroke | diagnosis of Recommended
transient stroke/transient
ischemic attack |ischemic attack
indicator (TIA) for

imaging
positive

C21872 | Medical history | The indicator related to personal Supplemental-Highly
visual medical history of visual impairment | Recommended
impairment or legally blind.
indicator

C21873 | Medical history | The indicator related to personal Supplemental-Highly

hearing deficit | medical history of hearing deficit or | Recommended
indicator use of hearing aid.
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C21874

C21882

C21884

C21885

C21886

C21887

C21888

C21689

C12875
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Medical history
paraplegia
quadriplegia
indicator

Surgical history
cataract

removal
indicator

Pain lower back
indicator

Pain general leg
indicator

Injury Head
Indicator

Injury whiplash
indicator

Injury fall head
neck indicator

Beighton Score
- Total score

Echocardiogram

mitral valve

prolapse
indicator

The indicator related to personal
medical history of
paraplegia/quadriplegia.

The indicator related to surgical
history of cataract removal.

The indicator relating to lower back
pain.

The indicator relating to general leg
pain.

The indicator relating to traumatic
head injury.

The indicator relating to injury in the
form of whiplash.

The indicator relating to injury in the
form of the patient falling on their
head or neck.

Total score as related to the
Beighton Score

Assessment with echocardiography
of the absence or presence of
prolapse of the mitral valve, often
with regurgitation, associated with
myxomatous proliferation of the
leaflets of the mitral valve.

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended
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C22433 | Medical history | The indicator related to any medical

aortic root history of the enlargement of the
enlargement subject's aortic root.
indicator

C22402 | Hereditary The indicator related to personal or
disorder family history of double jointedness
connective or excessive joint flexibility or

tissue diagnosis | dislocations, also known as
indicator Hereditary Disorder of Connective
Tissue (HDCT).

C22776 | Hereditary The type related to hereditary
disorder type disorder of connective tissues.

C22775 | Hereditary The type related to hereditary
connective disorder of connective tissues.

tissue disorder
diagnosis type

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended

Supplemental-Highly
Recommended
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