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For nearly two decades, we

= - 3 | e
P rESI d e nts . worked as two separate entities to
improve the lives of young children with spine

deformity. In 2019, the Children's Spine Study Group
M essa e and the Growing Spine Study Group consolidated our efforts
g and became the Pediatric Spine Study Group (PSSG). With a
registry of over 8,000 patients, PSSG is the leading organization in
the field of immature spine deformity. This is by far the largest database

of its kind in existence and includes operative and non-operative care, as
well as natural history.

The strength of PSSG is in combining the experience of 147 dedicated
clinicians in 46 medical centers from |2 countries. Aligned in vision and
mission, we aim to create a bright future for our patients and families. The
creation of the joint Study Group increases the impact of our research, the

power of our advocacy, and the value of our educational outreach. Best
said by child poet, Mattie Stepanek, who lived with a rare mitochondrial
disorder, "Unity is strength when there is teamwork and collaboration
and wonderful things can be achieved." We hope you are inspired by
this report which summarizes the activities and output of our
past |12 months, distribution of our members and staff, and
plans for the future.

Paul Sponseller, MD Michael Vitale, MD, MPH
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In 2019, the PSSG formed Research Interest Groups to focus in specific areas. Teams of approximately
10-15 researchers were assembled to formulate meaningful research questions. United by this
mission, many impactful questions were answered. Some studies looked specifically at new surgical
treatments for scoliosis in unique patient populations. Others asked whether surgical treatments
differed in older patient populations. All research aimed at ultimately improving care for our many
patients with complex scoliosis. In addition to research, the Pediatric Spine Study Group implemented
many new improvements to strengthen productivity and member participation and collaboration.

alone

. Posterior spinal fusion (PSF) may be more effective than growth-friendly (GF)
we can dO SO llttle surgery at controlling neuromuscular scoliosis in 8-11 year old children. PSF
patients had less complications, and showed higher Financial Impact and
Family Burden scores. However, GF patients gained a greater percentage of
spine length even though they started out at a younger age with a larger spinal
curvature.

While early onset scoliosis (EOS) is common in children with Cerebral Palsy (CP),
the effectiveness and risk of unplanned reoperation (UPROR) for magnetically
controlled growing rods (MCGR) has not yet been determined.This study showed
that within the first 2 years after initial surgery, there was not a significant difference
in the risk of UPROR when comparing MCGR to traditional growth-friendly surgical
treatment. MCGR however was more effective at correcting scoliosis.



Shoulder balance is an important factor for patient satisfaction after surgery for
Idiopathis Scoliosis. 38 patients with idiopathis scoliosis (IS) that underwent
anterior vertebral body tethering (AVBT) were reviewed. Looking at
radiographic and clinical measurements, |3.2% of patients had shoulder
imbalance >2 c¢cm. at follow up.These findings compare favorably with reports in
patients who underwent selective thoracic fusion (STF).

Research

In 2019, the PSSG kicked off the first-ever randomized
control trial utilizing Magnetic Controlled Growing
Rod technology. With 22 participating sites, patients
will be randomized into different lengthening intervals
to determine what is best for spinal growth.

Family Support

Through our Families-In-Need program, many families
across the United States can apply and be granted
assistance for access to medical care.This program
removes the challenges of getting to the doctor for
families, so the focus can be treatment and leading
better lives.

Education

The International Congress of Early Onset Scoliosis,
in November 2019, was attended by |19 clinicians
from around the world. Hosted by PSSG, the
conference aims to share knowledge, experience,
and research among peers with the overriding goal
to improve care for children with early onset
scoliosis.
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