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COUNCI LWOVAN BROCKS: |
understand that the state | aw
currently requires that the foll ow ng
announcenent be nade at the begi nning
of every renote public hearing as
follows: Due to the current public
heal th energency, City Counci
Commttees are currently neeting
renotely. W are using M crosoft
Teans to nake these renote hearings
possi bl e.

I nstructions for how the
public may view and offer public
testinony at the public hearings of
Council Commttees are included in
the public hearing notices that are
published in the Daily News, |nquirer
and Legal Intelligencer prior to the
heari ngs and can be found on
PHLCouncil.com | now note that the
hour has cone.

M. Underwood, will you pl ease
call the roll to take attendance.

Menbers that are in attendance,
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pl ease indicate that you are present
when your nane is called. Also,
pl ease say a few brief words when
respondi ng so that your inmage w ||
appear on the screen when you speak.
THE CLERK:  Counci | menber
Gaut hi er.
COUNCI LWOVAN GAUTHI ER: Good
af t ernoon, Madam Chair and
col | eagues. Present.

THE CLERK: Counci |l menber

Bass.
(No response.)

THE CLERK: Counci | menber
Harrity.

COUNCI LMAN HARRI TY:  Good
afternoon. | am present.

Sharon, you | ook too happy, ny
beautiful darling. | love the

goodbye (i naudi bl e) behi nd you.
THE CLERK: Counci | nenber
Thonas.
(No response.)
THE CLERK:  Counci | menber

G | nore Ri chardson.
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(No response.)

THE CLERK: Vi ce-Chair Vaughn.

COUNCI LWOVAN VAUGHN:  Good
af t ernoon, everyone. And yes,
Counci | menber Harrity, | amstill
floating fromFriday. You all nmade
nme feel very, very happy.

Good afternoon, Chairperson
Kendra Brooks. Thank you for hosting
this hearing for nme. | am super
ecstatic. And, Cody and famly,

t hanks for being on here as well.

COUNCI LWOVAN BROOKS:  Thank
you. A quorum of --

THE CLERK: And --

COUNCI LWOVAN BROOKS:  Soneone
say sonet hi ng?

(No response.)

COUNCI LWOVAN BROOKS:  Thank
you. A quorum of the Committee is
present and this hearing is called to
order. This is the public hearing of
the Committee of People with
Disabilities and Speci al Needs
regardi ng Resol ution No. 230593.
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M. Underwood, woul d you
pl ease read the title of this
| egi sl ati on bei ng consi dered today.
THE CLERK: Resol ution No.
230593, authorizing the Commttee on
People with Disabilities and Speci al
Needs to hold hearings regarding the
I ssues, chal |l enges and m sdi agnosi s
for children and their famlies
dealing with Ehl ers-Danl os syndrone.
COUNCI LWOVAN BROCKS: Before
we begin to hear testinony from
W t nesses we have for today, everyone
that has been invited to the neeting
to testify should be aware that this
public hearing is being recorded.
Before the hearing is public,
partici pants -- because the hearing
Is public, participants and vi ewers
have no reasonabl e expectati ons of
privacy. By continuing to be in this
neeting, you are consenting to being
recor ded.
Additionally, prior to

recogni zi ng Menbers for questions or
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comments they have for w tnesses, |
will note for the record at this tine
that we will use the chat feature
avail able in Mcrosoft Teans to all ow
Menbers to signify that they wwsh to
be recognized. In order to conply
with the Sunshine Act, the chat
feature nust only be used for this
pur pose.

Are there any Council nenbers
that would like to speak before we
turn to wi tnesses?

COUNCI LWOVAN VAUGHN: Madam
Chair, | would like to speak.

COUNCI LWOVAN BROOKS:  Thank
you, Council nmenber Vaughn. Can you
pl ease proceed.

COUNCI LWOVAN VAUGHN:  Yes.
Thank you, Madam Chair. Let ne begin
by taking -- thanking you and the
Committee for People with
Di sabilities and Special Needs for
hearing this resolution to help bring
awar eness to the Ehl ers-Danl os

syndrone, specifically regarding the
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I ssue of frequent m sdiagnosis of
thi s disorder.

| also want to nake one thing
clear. This is not a call-out or
attack on anyone or any organi zati on.
W are sinply trying to enhance the
public's know edge of such matters
that w thout proper perspective and
consi deration have the potential to
negatively inpact the quality of life
of sonme of our nost valuable famlies
and popul ati ons.

W' ve all heard stories about
nmedi cal m sdi agnoses from others we
know or even on the news and how
t hose m sdi agnoses upended people's
lives. As | previously stated during
nmy introduction of this resolution, a
nmedi cal m sdi agnosi s of any kind can
have serious life-altering
i nplications such as receiving
appropriate treatnent or del ayed
care. But when it is sonething as
rare and as conpl ex as EDS which can

yield synptons, there would be
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simlarities to bruising and be
m si nterpreted as physical abuse,
proper education, accuracy and
conpetency to nmake all the
di fference.

| appreciate this Commttee
for convening this hearing and | | ook
forward to seeing the results of
t hese i nportant conversations. Thank
you, Madam Chai r.

COUNCI LWOVAN BROOKS:  Thank
you so nuch, Counci |l nmenber.

M. Underwood, would you
pl ease call the first panel we have
to testify this afternoon on
Resol uti on 230593.

THE CLERK: The first panel
I ncludes Sara Enes, Chief of Staff of
t he Phil adel phia Departnment of Public
Health and Dr. M chael Holi ck,
Prof essor of Medicine at Boston
Uni versity School of Medicine. W
wll start with Sara Enes.

M5. ENES: (Good afternoon,
Chair --

Lexi tas Legal Phil adel phia
215-504- 4622




Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

COUNCI LWOVAN BROOKS:  Good - -

M5. ENES: -- Brooks. Sorry.
Go ahead.

COUNCI LWOVAN BROOKS:  Good
afternoon. Are you connected and
ready to proceed?

MS. ENES: Yes, | am

COUNCI LWOVAN BROOKS: Pl ease
state your nanme for the record and
proceed with your testinony.

M5. ENES: M nane is --

(Background interruption.)

COUNCI LWOVAN BROCOKS:
Counci | mrenber Harrity, can you put
your phone or conputer on nute?

COUNCI LMAN HARRI TY:  Sorry.

COUNCI LWOVAN BROOKS:  Thank
you. Sorry. You can please proceed.

M5. ENES: M nane is Sarah
Enes.

COUNCI LWOVAN BROOKS: Can you
pl ease proceed with your testinony?

M5. ENES: Sure. Good
afternoon, Chair Brooks, Vice-Chair

Vaughn and nmenbers of the Conmittee
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on People with Disabilities and
Special Needs. As | stated, ny nane
Is Sara Enes. [I'mthe Chief of Staff
for the Phil adel phi a Departnent of
Public Health. |'mhere testifying
on behal f of Dr. Cheryl Bettigole,
Heal th Conmm ssioner who is currently
out of town, and we thank you for the
opportunity to testify on Resol ution
230593.

In recent years there have
been sone wel | - publicized concerns
about children wth underlying
medi cal di sease bei ng m stakenly
reported to authorities as child
abuse. Reports of child abuse have
been di sproportionately fil ed agai nst
parents of color, particularly Black
parents, resulting in high rates of
famly separation that are
devastating for parents and chil dren.

Concertedly, death and near
fatalities anong children due to
abuse or negl ect has risen

substantially in recent years in
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Phi | adel phia. So we need to focus on
an accurate diagnosis to avoid both
overreporting and underreporting of
child abuse and neglect, while al so
addressing the system c bias used
that has historically inpacted people
of col or seeking nedical care.

Phi | adel phia is lucky to have
sonme of the top pediatric specialists
in the country, including sone of the
| eadi ng child abuse specialists.

Speci alists such as those at
Children's Hospital of Philadel phia
and St. Christopher's Hospital for
Children could help to educate
physi ci ans and ot her heal thcare

prof essionals in Philadel phia to
ensure that they have the nobst up-to-
date informati on on how to best
detect cases of child abuse w t hout
overreporting or m sdiagnosing. And
all of us need to continue to educate
oursel ves on these issues, which are
critical for the health of our

children and the well-being of their
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famlies. Thank you again for this
opportunity to provide testinony on
this inmportant issue.

COUNCI LWOVAN BROOKS:  ( Mut ed) .

THE CLERK: Counci | nenber,
you' re nut ed.

COUNCI LWOVAN BROOKS:  Thank
you so nuch, Ms. Enes.

THE CLERK: Geat. Next is
Dr. M chael Holi ck.

DR HOLI CK: (Mt ed).

COUNCI LWOVAN BROOKS:  You're
muted, M. Holick. Good afternoon.
Are you connect ed?

DR. HOLICK: Good afternoon.
My apol ogi es.

COUNCI LWOVAN BROOKS: Can you
pl ease state your nane for the record
and proceed with your testinony.

DR HOLICK: Sure. |It's
Dr. Mchael F., as in Francis,

Holick, Ho-l-i-c-k. [I'"ma Professor
of Medi ci ne, Pharmacol ogy, Physi ol ogy
and Bi ophysi cs and Ml ecul ar Medi ci ne

at Boston University School of
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Medicine. | thought | would give you
a very kind of overview about what
EDS is, ny experience with EDS and
then the m sdi agnosis and ny opi ni on
related to EDS and issues of child
abuse.

And to begin, |'mvery
concerned about child abuse. | am
considered to be a reporter for child
abuse and | would never permt a
famly of being evaluated by nme if |
knew that they were commtting child
abuse. So EDS is a genetic disorder.
It's autosomal dom nant, which neans
that 50 percent of offspring wll
acquire this genetic disorder.

This genetic disorder affects
your collagen elastin matrix, which
is basically the scaffolding of your
entire body, and this can explain why
bl ood vessels are nore prone to
brui sing and there's marked increase
of fracture because the bone contains
a major -- the mmjor conponent is

col l agen elastin along with your
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m neral content.

|'ve been seeing children and
adults with EDS since 1978 when |
becane Assistant Professor at Harvard
Medi cal School and |'ve been witing
about EDS for that period of tine.
So here are now sone of the
consequences and why it's so
critically inportant to nmake this
di agnosi s as soon as possible. It's
stated in the 2017 Consensus
Conf erence, neaning that | guess the
recommendati on suggests that it's
(i naudi bl e), they say you can't make
a diagnosis in a child until they're
5 years of age because EDS is
associ ated with increased joint
hypernmobi lity. But of course, this
defies | ogic because it's an
aut osomal dom nant genetic disorder.
And so, the infant acquires it from
nom or dad in utero

And so, here are sone of the
consequences: For exanple, if an

infant is bruising easily, that's
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because they have what's call ed
capillary fragility. And it's
i nportant to nake this diagnosis
because | warn parents that if for
sone reason if they're handling their
i nfant and bunps head on, say, the
crib, they should be taken to the
hospital because they're nore likely
to have capillary fragility and have
a brain bleed and cause subdura
hemat ona t hat can have seri ous
consequences, including parapl egia
and even can cause deat h.

It al so causes gastroparesis.
Oten infants with this genetic
di sorder are constantly spitting up
and they're m sdi agnosed as havi ng
gastrointestinal reflux. Wen, in
fact, what's happening is that their
stomach -- because they're nore
el astic, blows up Iike a balloon and
then col l apses and as a result, they
spit up. And the sinple fix, believe
it or not, is sinply giving smaller

feedings multiple tines of the day in
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order for themto get the anount of
nutrition that's required.

They al so have bone fragility.
It's well-docunmented in the
literature that animals are at 10
times higher risk of fracture for the
sanme anount of trauma that woul d not
cause a fracture in an adult
(inaudi ble). W published two
papers. The first paper, 72 cases of
infants that were thought to have
been abused, they had presented with
mul tiple fractures. 93 percent of
them| saw at |east one of the
parents, and 64 percent | had the
opportunity to see the infant and
made t he di agnosi s of Ehl ers-Danl os
syndronme, hypernobility type.

The other 7 percent by the way
whi ch is much nore common, especially
of people of color, is vitamn D
deficiency rickets. Al so, they have
joint hypernobility. The joints can
be popping in and out. And often I

will ask the parents, especially the
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nom who's feeding the infant, does
your infant |ove to kind of stretch
his back alnmost like into a Clike
position and they often say yes. And
the reason i s because they have such
flexibility of their |iganents,
I ncluding their spine.

O'ten when they're picked up,
their joints click. Now, normally a

pedi atri cian not havi ng any

experience in this area wll just
say, well, that's just normal. |It's
not normal. This is caused by the

laxity of the |iganents of the
joints. And so, parents wll tell ne
that they're picking up their infant,
that they can feel the ribs click,
they can feel the shoul ders click,
and all of this is related to this
geneti c di sorder.

There's a recent publication
that's confirnmed ny observati on out
of Holland where a fam |y had been
accused of child abuse of their very

young i nfant, they had a 2-year-old
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at hone. And even though it was an
expertise hospital in child abuse,
t hey equivocally concluded it was due
to child abuse, and the infant and
other child were taken away fromthe
famly for a year. They finally
found a pediatric endocri nol ogi st
with a specialty to appreciate
Ehl er s- Danl os syndrone in infants and
he infornmed the court of this
information and as a result, the
children were returned to the
parents.

So this is acritically
I nportant issue for parents because
t hese infants have extrenely fragile
skel eton. And | reported sone
infants having up to 32 fractures at
the age of 4 to 6 weeks, right,
Wi t hout a bruise on the body, and yet
it's imrediately concluded that if
you have a genetic test for brittle
bone di sease, osteogenesis
i nperfecta, if it's positive, then

you have the explanation, they send
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the infant with the parents hone.

But if it's negative, then
they're automatically accused of
child abuse and as a result, their
children are taken away fromthem and
they go through an enornous anmount of
horrific grief by not being able
to -- a young wonman breastfeedi ng her
infant, for exanple. So from ny
perspective, incredibly inportant
that this diagnosis be recognized
| egi sl atively, and that should be
considered in the differential
di agnosi s of infant fractures or
i nfant bruisability, including brain
bl eeding |li ke a brain subdura
hemat oma.

COUNCI LWOVAN BROOKS:  Thank
you so nuch, Dr. Holi ck.

Are there any questions or
comments from nmenbers of the
Committee for this panel?

(No response.)
COUNCI LWOVAN BROOKS:  There

bei ng none, M. Underwood, will you
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pl ease call the next panel to testify
for the resolution.

THE CLERK: The second panel
i ncl udes Cody Carter, Sr.; Erica
Pal mer; Donna Pal mer; and Andre
Dover. W will begin with Cody
Carter, Sr.

COUNCI LWOVAN BROOKS:  Good
afternoon. Are you connected and
ready to proceed?

MR CARTER Yes, yes. Can
you hear ne?

COUNCI LWOVAN BROOKS:  Yes.
Can you pl ease state your nane for
the record and proceed with your
testi nony.

MR. CARTER. Hi . [|'m Cody
Carter, Sr. And just to paraphrase
because we went through so nuch that
it will take longer for this here for
us to really tackle everybody, so
['l'l summarize. | ama parent who
went through this with our son Cody
Carter, Jr. Back in 2020, we had a

3-nmonth-ol d that was projectile
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vom ting and we were just concerned
parents taking our son to the
enmergency room and we had no idea
what was goi ng on.

Get to the energency room and
wi t hout finding out any nedi cal
hi story between ne and hi s nother,
asking any further questions or even
runni ng any tests, they assuned child
abuse fromthe very beginning. From
t hat nonent on, we had no voice in
the situation. It went fromthat to
detectives comng to the hospital, to
phones being taken, to nme and Erica
bei ng put in DHS goi ng through
supervi si on, DHS supervi sion,
splitting up our hone, taking our son
for a year all froma hospital visit.

And we remain -- we were
stating like we just wanted to know
answers, we just wanted to know
answers. And nobody coul d give us
any answers because everybody had all
the conclusions. And this is -- it's

hard to relive this.
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M5. PALMER:  Very pai nful

MR. CARTER. Like | said, just
showi ng up in the hospital. Could
you imagi ne just showng up to a
hospital ? The next thing, you know,
you're in the hospital for 48 hours,
your son is sick and you got
detectives comng to you, talking to
you |like you're just a hardened
crimnal. Telling your |ady, yo,
just testify that he -- just say that
he assaul ted your son, just trying to
coerce her to go against ne divided
our famly.

| had to nove. | had to do
all of this stuff. Mnd you, we
still have an infant. She's still
recovering fromhaving a baby and all
of this happened and our son was
taken for a whole year. W end up in
DHS. And the DHS systemis a whole
"nother horrific but we won't get
into that.

But we had went through so

much trauma, only to get our son back

Lexi tas Legal Phil adel phia
215-504- 4622




Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

23

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

and find out that he was born with a
condition called EDS that | have, |
suffer fromEDS. H s nother has EDS.
W were just always wanting nore
answers and we al ways knew it was
never no abuse. W renmined
st eadf ast on that, that we never
abused our son. He never had a
bruise. He didn't show no signs of
di stress. Nothing showed abuse. Al
we asked for was just another expert
opi ni on, and everybody just knew the
answers, the detectives, the DHS
wor ker. Even the people at the
hospital didn't know ny |ast nane,
but they knew I hurt my son.

And it's like, this is the
reality of what's going on, on a
daily basis in Philadel phia. And I
can't speak on other cities, but
I magi ne what famlies are going
t hrough when they just are trying to
figure out what's going on with their
child and they are entering into this

horror. And this is not nothing to
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play wth.

These are accusati ons that
shoul d not be drawn upon assunpti ons.
We shoul d be out here getting tests
done. Make sure you rul e out
everything before you just junp to
conclusions. | think that with these
type of accusations it's that serious
because we know that there's people
injail for child abuse. There's
people that's in jail for child
abuse.

So if you say that sonebody is
abusing a child and in our situation,
they said our child was a near
fatality. So you're telling nme ny
son was attenpted nmurdered, you're
saying ny son was al nost killed but
you didn't even |l ock nme up. Wen
they sent all this stuff to the DA,

the DA sent it back and said it's

nothing here. So it's like -- |I'm
like, yo, I'msitting here telling
y'all, yo, it's nothing here.

M5. PALMER. Medically there's
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sonet hi ng wrong.

MR. CARTER. So |I'mjust |ike,
yo, if all these signs are show ng
you that it's nothing here, just
pl ease run the tests before you junp
to concl usions. Because you know
i ke I know, you can't do nothing
with child abuse on your record. You
can't work at McDonald's with child
abuse on your record because you
can't be around children, correct.

So why are we junping to these types
of concl usions, putting people's
|ives at danger, breaking people's
homes up, telling significant others,
yo, just lie.

Detectives were telling her to
just lie, just come up with a fal se
statenent so we can end this case.

So this is what's going on, on a
daily basis, and this is not right.
And | refuse. | said | amnot |aying
down. |I'mgoing to fight. Y al

gave nme ny son back, but this is not

the end of this because it's nore to
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this, and it's like so many famlies
that's affected by this on a daily
basi s.

I thank God for people |ike
Ms. Sharon who's ny nentor. | thank
God for Derek Green. These people
have gotten behind ne. Dr. Holick,
thank God for him W flew to Boston
to get his expertise and he ran all
the tests. | just thank God for
peopl e because it's so many famlies
that's silent that have no voice out
here that's going through this as we
speak, daily basis. And it's |ike we
can't do this because these are
accusations that are destroying
fam i es.

And imagine if we didn't have
the strength to get back together.
There's people that's maki ng them
hate each other. They nmade ne and
her hate each other. They made our
fam lies hate each other because the
DHS wor ker was putting one thing in

her ear and putting one thing in ny
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ear. This is what the DHS systemis
about. This is what the child

wel fare systemis about. Their whole
nodel is we're here to rebuild
famlies. W're here to restore
famlies. They're doing the exact
opposite, the exact opposite.

And when | reached out and |
spoke on all of this, | even reached
out to Ms. Kinberly Ali. | wote
|l etters to everybody to informthem
what's going on in these facilities.
And guess what, all ny frustrations
and all ny concerns fell on deaf
ears. But thank God for people like
Ms. Sharon who got behind ne. Thank
God for people that heard ne.
Because think about the famlies
that's out here getting affected by
this. They just get their kids back
and nove on with their |ives.

Chil d abuse is not sonething
you can just put on people. All
want is for us to change the system

Just run tests, just actually find
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out the history on people. Actually
when they're in the energency room
rul e out everything before you junp
to these concl usi ons because child
abuse is the equival ent of rape and
all this other stuff. It's the worst
thing to have on your record and it's
destroyi ng people. Thank God |I'm
strong and |I'm able to nove forward
with ny life and still stand tall
but it's so many famlies that don't
have that fight.

| read numerous stories of
peopl e who conm tted suicide behind
this type of stuff because of these
type of things, famlies broken up
and guys locked up. | didn't get to
that extent, but it's |ike cone on.
And that shows you -- that was the
answers right there. If you have al
the answers and say, yo, sonebody
almost killed their child, while
wasn't | even | ocked up.

I"'mtelling these workers |

didn't hurt nmy son. They took ny
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phone. They were only supposed to
have ny phone for 48 hours. |'m
sitting in the hospital just a
concerned parent. The detective took
nmy phone and kept ny phone for a
nonth. The detective told nme, | know
you hurt your son. How do you know
this? You don't even know ne. And
you're telling ne you know t hat |
hurt nmy child. And this is what
famlies are going through. It's
trauma. It's trauma. Just tal king
about this right nowis bringing back
so many skel etons because this is
har d.

When you just want to be a
| ovi ng, concerned parent and we're
just taking our child to an energency
room and we end up goi ng through al
of this for what. So |I'mjust here
and |'mgoing to keep fighting. And
obviously, | got this -- | just want
tests run. Just rule out everything
before you junp to concl usions

because at the end of the day, it's
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famlies' |lives being affected on a
daily basis. And it's a |lot of
famlies out here that's affected by
t his.

And nme doing ny research on
EDS, 1 in 4 famlies is dealing with
EDS as we speak. So many famlies
are going through this and | done
read so nany stories, met so many
different people that just don't know
what to do. Nobody has this
platform Nobody knows how to reach
out to people of your caliber. So
t hi nk about how many people that's
really going through it out here.

So | just want us to change
the systemin Phil adel phia. Just run
nore tests. You know, educate these
doctors so they know what's going on.
And just rule out everything before
you junp to conclusions. That's all.
Thank you.

COUNCI LWOVAN BROOKS:  Thank
you so nmuch, M. Carter. | hear you,

| hear you.
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M. Underwood, who --

THE CLERK: Next is Erica
Pal mer .

COUNCI LWOVAN BROOKS:  Eri ca,
can you state your nanme for the
record and then proceed with your
testi nony pl ease.

M5. PALMER. Sure. |'mErica
Pal mer. Cody Carter, Sr. just spoke
alittle bit on what we went through.
I"'mgoing to add a little extra and
|"mpraying for the best of this
Commttee. Honestly it's going to be
very hard for ne. It is very
traumatic. And every tine it brings
back tears because we're reliving it
by trying to fight for others so it
doesn't happen to them

Wien our son was 3 nonths ol d,
we had to take himto a pediatric
wel | ness visit. Everything was fine.
We addressed all the concerns that we
had, which honestly was everyt hing
Dr. Holick just brought up. Qur son

was projectile vomting. Projectile

Lexi tas Legal Phil adel phia
215-504- 4622




Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

32

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

vomted there at the appointnent. W
were told a G bug was goi ng around.

He had a C-spine curvature
every time we sat himdown on the
couch, and we were told that was
related to GERD as with infants. 1'm
a registered nurse here in
Phi | adel phia and | did |et her know,
the pediatrician, that it is not when
he eats. It's not consistent with
feedings for himand it's just random
when he would projectile vomt. And
she just said to keep an eye on it.

If need be, that it would fall on the
lines of GERD for infants.

He had an enl arged head
circunference when we went there, was
the only abnormality for her so she
schedul ed an ultrasound. | then put
that ultrasound in followng up with
them that com ng week because | did
have work and | did want to be
present for that. |'ma weekend
nurse. | only work Saturday, Sunday.

I'"'m honme with the kids during the
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week.

So | went to work, | cane hone
and | found out that he did vomt one
nore time for Sr. while he was
wat ching himand then he projectile
vomted all over ne. | did every

step possible to try to get ny son

hel p and care. | called the on-cal
nurse. | called -- they called the
on-call physician. It took at | east

an hour-and-a-half or two to get back
to ne.

We decided to speed up the
ul trasound. We took himdown to
wor | d-renowned CHOP. CHOP has their
own EDS division in there, which we
did not know of at the tine. And
just |like he said, our son was taken
down there and our world was thrown
for a loop. It was traunma fromthere
on out.

They did the ultrasound of his
head. They said they saw subdura
henorrhages. So then they decided to

do full body scans where they found
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fractures. They called them buckle
fractures of his tidbits. W had an
ort hopedi ¢ physician conme in and say,
he's going to need bil ateral casts.
Then resci nded everything that he
just said and said, I'msorry, that's
not true, he does not need casting.
He didn't even have a tidbit
fracture. It was just a buckle at
the end of the epiphyseal plate. So
that didn't happen.

He had to put a shunt in his
head to drain the subdural fl uid.
They didn't know if it was bl ood.
They didn't knowif it was cerebral.
They didn't know anything. They
didn't tell us specifically what was
goi ng on and why he needed a subdur al
shunt. However, because we were
thrown into this traumatic | oop, we
had detectives comng. W had our
son who we believe is near fatality
that needs to have a shunt pl aced.

He had a shunt placed. It

literally was occluded within a week.
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He did not need an internal shunt
placed. Al he had to do was
external. There are steps that need
to be taken that need to be |ike an
algorithminside a hospital that is
not just thrown to this child abuse,
because then the scan doctors cane
i nstead of consulting the EDS group,
and everything could have been
handl ed right there with the EDS
group.

Instead we had to talk to
Scan. That's thrown to DHS. And
just like he said, DHS turned us
agai nst each other. W were
separated for a whole year. Throw in
COVIDwth that, |I'mwapping up
bodi es day-to-day because I'ma
regi stered nurse and |'m goi ng
hospital -to-hospital to care for
others. | couldn't even know about
the care of ny own son because DHS
woul d not |let me reach out to kinship
who was caring for him and I

couldn't reach out to hi m because
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it's not an energency and it's not ny
schedul ed days to talk to my son.

So we want answers. We want
change for everybody el se so that
they do not have to go through what
we went through and everyone who's
going through it, we will continue to
fight and we're asking for everybody
on this board their help to change to
put things in place, so that when
kids and famly nenbers cone into
t hese energency roons and don't have
answers, every possible nedical
di agnosis is ruled out, every single
one. Not just it's brittle bone or
shaken baby, not just those two.
There are other things that can be
tested for. EDS needs to be a part
of that. And I'mjust asking for
hel p and |I'm asking for hel p pl ease.

COUNCI LWOVAN BROOKS:  Thank
you so nuch, M. Palner. Thank you
for sharing your testinony. | know
it'"s really hard for your famly to

have to relive this experience al
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over.

M5. PALMER:  Thank you.

THE CLERK: Next is Donna
Pal mer .

MS. PALMER: Hi, |'m Donna
Pal mer .

COUNCI LWOVAN BROOKS:  Thank
you. Can --

M5. PALMER |'mthe
grandnot her and the nother. It is
extrenely difficult. | had to
W tness the worst horror. I'ma

regi stered nurse of 46 years. |
rai sed this daughter. | know Cody
was an excellent father and | had to
W tness the nost traumatic and
horrible feeling. Not only at this
hospital that | feel betrayed ne
because | worked 23 hospitals and |
al ways think they're going to do the
best for everyone.

Not only did this hospita
betray us by assumi ng, but then this
child protective services was a

debacl e. It was the nobst horrendous
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thing, the nost unprofessional. It
was al nost sinister. It was as if we
were in sone freaking novie, sone
horror film It was the worst thing.
And of course, on top of it we had
COviD. W couldn't get a hold of
anyone.

| was concerned of the -- |

don't know if Dr. Holick understands
that or heard this, priml wounds.
If a child is not with their nother
in the beginning, it's all kinds of
psychol ogi cal probl ens that happens
after that. | also know he did not
need a shunt. |t could have been a
sinpl e aspirati on.

There were so many things. |
was hol di ng the baby. He was
perfectly happy. They're telling ne
he has broken bones. |I'ma nurse. |
know when sonebody's got a fracture.
You don't lay there and be happy and
| augh. There are so many things that
have to be stopped.

| also want this Commttee to
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know while it's in ny brain right now
that Dr. Holick has enough sanpl es,
all he needs is sonme nobney so we can
get that genetic test that can be
drawn in every ER for every kid
that's suspected of child abuse and
if it conmes up with EDS, but he needs
the noney to be able to get that
genetic test figured out or whatever
it is that has to be done. But
that's the stuff that has to get done
first.

Never once was it asked of ny
daughter or CODY, does your wi st
bend back, is their sleeves too |ong,
specific things for EDS that
Dr. Holick sent out and we had a
sheet that we filled out. And I
remenber saying to Erica, |'ve never
seen an assessnent with questions
li ke this, what are these questions.
They had nothing to do with nedical,
but it all had to do with what EDS
does with the individual,

pal pitations, different things that
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you woul d never think about because
you lived with it. You just grew up
with it and you don't know you have
it.

| have EDS. She has EDS.
Cody has EDS. So of course, both of
their children have EDS. So it's
just -- | amthankful that you're
listening. | do want you to know
that | don't want a single nother or
father to ever have to go through
this again. |If there's anything we
can do to prevent it and stop it,
especially with the folks with a
little nore nelanin in their skin.
Vitamn D, she was low. CJ was |ow.
It's paranmount with the bones that
Dr. Holick said. [It's all -- it just

needs to be stopped and corrected and

put into place so that -- | also know
child abuse. 1've seenit. |It's
horri bl e.

| don't want perpetrators to
have their kids back, but | don't

want innocent parents being accused
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of this and they -- sonehow we have
to figure out how to figure out both.
So that's ny testinony.

COUNCI LWOVAN BROOKS:  Thank
you so nuch, Ms. Pal ner, for your
testinmony. You --

COUNCI LMAN HARRI TY: | --

COUNCI LWOVAN BROOKS: -- left
us sone really good points for us to
follow up with, so thank you so much.

Counci | mrenber Harrity, can you
hold on one second. W're going to
open it up for questions for the
Commi t t ee.

THE CLERK: The | ast w tness
Is Andre Dover. |'mnot sure if
Andre's here.

COUNCI LWOVAN BROOKS:  |'s
M. Dover avail abl e?

(No response.)

COUNCI LWOVAN BROOKS: Do we

have a way to contact M. Dover,
M. Underwood?
THE CLERK: Dwayne, did you

have a way to contact M. Dover?
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UNI DENTI FI ED SPEAKER: | have
reached out to himand | have not
heard back. Did hear from himover
t he weekend sayi ng that he was
interested in testifying. He has all
the information to be in the neeting.

COUNCI LWOVAN BROOKS:  kay.
Vell, we'll nove forward.

Are there any questions or
coments from nenbers of the
Conmttee? | see Council nenber
Harrity has his hand rai sed.

COUNCI LMAN HARRI TY:  Thank
you, Madam Chair.

COUNCI LWOVAN BROCKS:
Counci | mrenber Harrity, | see
Counci | menber Vaughn put her hand up.
Since she's the bill sponsor, can she
start --

COUNCI LMAN HARRI TY:

Absol utely. Absolutely.

COUNCI LWOVAN BROOKS: -- and
you follow right after her?

COUNCI LMAN HARRI TY:
Absol ut el y.
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COUNCI LWOVAN BROOKS:  Thank
you.

COUNCI LWOVAN VAUGHN:  Thank
you, Madam Chair.

Cody and famly, it's
traumatic to hear your testinony and
that's why | pursued this with such
diligence. | am happy that we are
able to put this informati on out here
to the world so that no other parent
has to go through what you went
t hrough and/or still going through.
Because once we go through trauma, it
has a ripple effect, you know, and we
never know where the rings of the
cycl e ends.

So thank you for bringing this
to our attention and we wil |
definitely continue to work on this
to make sure that no one has to
suffer the way that you have ever
again. | cannot imagine the
separation issues, Donna, of having a
new baby and not getting to spend

that quality tine in the very
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begi nning with your newborn child.

And to say that this is
happeni ng over and over again is
definitely sonmething that we have to
put to the forefront of the nedical
society as well as citizens of
Phi | adel phia. W need to make sure
that they understand that this does
exist if they' re ever going through
this type of situation.

Thank you, Madam Chair.

COUNCI LWOVAN BROOKS:  Thank
you so nuch.

Counci | mrenber Harrity.

COUNCI LMAN HARRI TY:  Yes.
Thank you, Madam Chair. Thank you,
Co- Chai r Sharon Vaughn, for putting
this in because this is the first
|"ve ever heard of this.

And you know, | understand
what you guys kind of are going
through. | lost ny first child
because of a genetic defect that ny
w fe had that was not tested for.

And then ny second son was born with

Lexi tas Legal Phil adel phia
215-504- 4622



Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

45

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

(i naudi ble) cardio -- was born with a
geneti c di sease where his immune
system woul d shut down, so | spent a
ot of tinme at Children's Hospital of
Phi | adel phia. Thank God the genetic
thing he had, you grow out of it by
the tinme you hit 8 if you catch it at
an infant. If you get it as an
adult, it never goes away.

But, you know, it's just the
fact that you brought your child to
the hospital trying to do the right
thing by him And as a parent, |
know you were scared, you didn't know
what was going on, you just wanted
hel p and they turned around and nade
you into sonething that -- | couldn't
even i magi ne sonebody accusi ng ne of
sonething like that. Like |I said,
had to take ny son once a week,
sonetinmes twice a week to Children's
Hospital. | know the way | amif
t hey woul d have accused ne of that |
probably woul dn't have handled it
i ke you did, Cody. You're a
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gent | eman.

But ny question is for the
doctor. Doctor, what would it entail
to nmake this part of protocol at a
hospital to actually check? Before
we accuse sonebody of child abuse, we
shoul d be checking for every possible
thing. You know, infants can't tell
you what's wong with them So by
doing tests, is there a huge cost for
this? Wat are the main issues of
why they're not doing sonething |ike
this?

DR. HOLI CK:  Thank you for the
guestion. | have over now 400
famlies that have contacted ne. |
have seen well over 100 famlies and
it's the sane story. A young famly
brings their infant in because of
coughi ng, takes an x-ray, finds
mul tiple fractures, negative test for
bone di sease, they're a child abuser.
And just as you' ve heard fromthis
famly, it's truly devastating.

| just testified for a famly,
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i f you can believe it, in Wsconsin
where the father was charged with
nmurdering his infant son. They had
twins, atwn girl and infant son.
The infant son actually died of
pneunoni a but because he had all
these fractures, they said obviously

they were beating both himand the

i nfant daughter. | testified and
others did as well, and all the
charges were dropped. | can tell you

horror stories.

Here is your problem right:
| was a guest of honor because of ny
expertise in vitamn D to CHOP. But
unfortunately now because of that
Consensus Conference of 2017 where
they say you can't nmake a diagnosis
inachilduntil they're 5 years of
age, right, it defies logic, right.
You already heard fromthe famly
that the infant was spitting up a
| ot, has fractures, bruising easily.
You need to know this diagnosis at

birth. And the best way to do this
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IS you need to educate actually
primary care docs, pediatricians,
obstetricians so that the nom the
pregnant woman is known to have this
genetic disorder and, therefore, the
i nfant has a 50 percent chance of
having it.

By the way, EDS causes high
ri sk pregnancy that is often m ssed
by the obstetricians. And so, the
first thing we need is a teaching to
pedi atri ci ans because unfortunately
because |'ve been doing this and |I've
chal I enged the child abuse community,
they actually rose up and started
sending emails to nmy hospital,
including Dr. Lori Frasier from
Her shey, and they ultinately
conspired and got ne fired as a
physi ci an at Boston Medi cal Center,
right.

And the reason is
pedi atri ci ans have never been taught
this. They've been taught you can't

make a diagnosis until they're 5

Lexi tas Legal Phil adel phia
215-504- 4622




Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

49

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

years old. So as a result, they
ignore this conpletely. They need to
know, make the diagnosis in the nom
and dad. Famly history is
critically inportant at the tine
they're in that energency departnent
with a child that has easy
bruisability, a bleed in the head or
fractures, right. And then
following -- now, the question about
how do you nmake the diagnosis, right.
It's a nedical diagnosis. There is
no genetic test.

And | have a genetic program
at Boston University School of
Medi cine, so | remain Professor of
Medi ci ne because nmy dean believes in
academ c freedom And as a result, |
have over 400 DNA sanples ready to
go. We had a recent case where a nom
in utero, she had EDS. |In utero her
son had fractured both arns, both
| egs, nost ribs. In utero her son
had 23 fractures. Can you i nmagi ne

what woul d happen after birth.
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They showed that the child has
23 fractures and they did genetic
testing for brittle bone di sease and
it canme back negative. But guess
what, right? It's in utero so they
knew sonet hi ng was going on, so | did
whol e genone sequencing on the entire
famly. W published this and
identified a new gene responsible for
in utero fractures. So this in
itself shoul d make pediatrici ans
alert that you cannot any | onger say
an infant wth nultiple fractures or
bl eedi ng could only be due to
ost eogenesi s inperfecta or child
abuse because |'ve already identified
a third cause, and that neans there's
many nore out there.

But if |I could raise $1
mllion, that's what we need, we
could actually do whol e genone
sequenci ng on our 400 sanples and |
think we would be in a very good
position to be able to develop a

genetic test.

Lexi tas Legal Phil adel phia
215-504- 4622




Conmittee on People Wth Disabilities and Special Needs
12/ 11/ 2023

51

© 00 N o o b~ w N P

N N DN DN MDD P P P FP P PP R PP
o b~ W N B O © 00 N oo 0o M W N B+, O

COUNCI LMAN HARRI TY: Ckay. So
right now there's no genetic test
t hat can be done?

DR HOLICK: Correct.

COUNCI LMAN HARRI TY:  Ckay.

Cot it.

DR, HOLICK: And that's the
problem right. And so, you have to
make t he di agnosi s based on nedi cal
hi story and famly history, and
pedi atricians don't do that.

COUNCI LMAN HARRITY:  In the
case of ny wife it was sonething they
didn't test for unless you were
al ready high risk. But again, if
they woul d have tested for it in the
begi nni ng, they woul d have figured
out that she had a cardi ol ypi c(ph)
and maybe things woul d have been
different.

So again, ny heart goes out to
you guys. Again, Cody, | couldn't
even imagine. | would go bananas.

My col | eagues know ne. They probably

woul d have taken nme out in handcuffs.
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But thank God you had the cal mand
cool ness to keep your head and stay
in there because they woul d have
turned it into sonething else. So |
appreciate you testifying today. |
know t his nust be hard.

It had to be a strain on the
famly, especially if they're pitting
both of you against each other. It's
not right, man. The whole idea is to
keep fam lies together.

M5. PALMER: |t divided our
famlies.

MR. CARTER. That's a whole
"not her issue. That's a whole
"not her issue. The DHS systemis a
conpl ete joke, so that's sonething we
all need to tal k about on anot her
date because that systemis terrible
and their workers are the worst.

M5. PALMER: And they're stil
there. And they keep trying to bring
t he ones back that were doing part --
and he wote a letter to, |I'msorry,

Ms. Kinberly who did not respond --
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MR. CARTER: Nobody responded.

M5. PALMER -- to the
letter, and we've heard that this
person has been asking (inaudible) to
cone back, although she was not
pr of essi onal what soever and the one
she had in position was not
pr of essi onal what soever.

MR CARTER. So | think that's
sonething we all need to | ook at,
because with you guys being in --
wi th you guys being in the position
you guys are in, I'msure a | ot of
things -- a |lot of resources are
going to these different prograns,
but | think y'all need to | ook at the
prograns and nake sure that these
prograns are effectively using the
funding that they are getting and
actual ly having workers to do their
job correctly because at the end of
the day, they're a part of the
pr obl em

It starts in the hospital, but

then it goes to the social workers
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and it all creates one big wedge of
probl ens so --

M5. PALMER: Casewor kers.

MR. CARTER. O caseworkers,
soci al workers, all of themare the
sane. They're all a part of the
problem And we ended up getting a
second opinion by going to St. Chris.
Now, here's another kicker that as ny
| ady told you that they put a shunt
in his head, right. So the sane
doctor that put the shunt in his
head, we asked him well, what
happens as he grows and stuff I|ike
that. And the doctor says, oh,
not hi ng happens, he'll be fine.

Then we end up getting anot her
opinion |ater down the Iine and ended
up going to St. Chris, who actually
Is a great hospital, conplete
di fferent experience fromCHOP. And
a doctor there renoved the shunt. M
son's 4 now He's only getting
taller and getting bigger. So you

mean to tell nme that that shunt was
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just going to not grow and he wasn't
going to have a bunch of different
issues in his life. So think about
that. He could have ended up

handi capped by having a shunt that he
wasn't even supposed to have. So
these are all bigger issues.

And if we didn't fight and do
that, he would still be walking
around with a shunt at 4 years old
right now sticking out the side of
his head that he didn't even need.
But it was renoved thank you to
St. Chris, so you got to think about
that as well. Think about the
famlies that's just being told, oh,
everything will be fine. No,
everything won't be fine because the
kid never needed surgery.

So you got ny son under the
knife, got his head all nessed up.
Thank God he fully recovered, he's
thriving. But cone on. This can't
be the normal. It can't be.

COUNCI LMAN HARRI TY:  Thank you
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agai n, ny man.
COUNCI LWOVAN VAUGHN: | - -
COUNCI LMAN HARRI TY:

Appr eci ate you, Cody.

COUNCI LWOVAN BROCOKS:
Counci | mrenber Vaughn, you have
comment s?

COUNCI LWOMAN VAUGHN: | j ust
want to know, | see the Comm ssi oner
is onthe line wwth us. |s she able
to respond to any of this stuff or
gi ve us sone answers as to how this
happened and if procedures are put in
pl ace for people to identify this
di sease so that no one else that is
reported to DHS will have to go
t hrough this agai n?

COW SSI ONER ALI:  So good
af t er noon.

COUNCI LWOVAN BROOKS:  Good
af t ernoon, Conm ssi oner.

COW SSI ONER ALI:  I'm
Ki nberly Ali, Comm ssioner for the
Phi | adel phi a Departnent of Human

Services. Thank you for inviting ne
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today. And first, let ne just say to
the Carter and the Palner famly, |
certainly synpathize with the trauna
that your famly suffered.

I wll say this to you,
Counci | menber Vaughn, in terns of the
systens that are in place, child
protective services workers or the
Depart nment of Human Servi ces workers
rely heavily on the nedical
community, heavily on the nedical
comunity. Qur social workers are
not experts in terns of nedical
di agnosi s, nedical treatnment. W
follow what is witten, what is
prescribed by nedi cal physicians.
Therefore, treatnent, diagnosis,
education, anything we can do in
terms of know edge and under st andi ng
rest with the nedical community in
order so that reports can cone to DHS
appropriately.

G ven that apparently a report
cane in reference to child abuse, any

tinme a report cones in reference to
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child abuse, particularly physical
child abuse, DHS consults not only

wi th our nurses, we have 18 nurses
that are on staff with the Departnent
of Human Servi ces because of the
conpl exity of nedical diagnosis in
young people with special nedical
conditions who work in concert with
our two nmmj or hospitals, which is
Children's Hospital of Phil adel phia
as well as St. Christopher's Hospital
and the nedi cal personnel in order to
determ ne the diagnosis as well as
the treatnment for young people. And
so, getting the word out, educating
in reference to that is critical so

t hat our social workers too can be

I nf ormed.

COUNCI LWOVAN VAUGHN: |t hank
you, Conm ssioner. But based on this
case, has your team or your enployees
been infornmed that this is a disease
that does exist? And | understand
that you rely heavily on the nedica

field and their evaluation of the
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patient, but now that we are sonmewhat
aware that this exist is there a way
that your team can say to the doctor
or the nurses can say, listen, let's
rul e out EDS before we take the next
step?

COW SSI ONER ALI: | cannot
tell them before we take the next
step. However, we certainly could
have conversations, our nurses in
particular. Because what we find is
medi cal personnel respond well to
ot her nedi cal personnel, can
certainly have a conversati on about
whet her or not there is sone other
pl ausi bl e reason as to whether or not
young peopl e have fractures or
brui ses. And so, yes, we can el evate
t hat di scussion.

COUNCI LWOVAN VAUGHN:  Thank
you, Conm ssi oner.

Thank you, Madam Chair.

COW SSI ONER ALl :  Thank you.

COUNCI LWOVAN BROOKS:  Thank

you. Thank you, Madam Conm ssi oner.
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Thank you, everyone.

That concl udes the panels for
this resolution. W wll now begin
to hear fromindividuals who wsh to
provi de public comment and we ask
that you pl ease keep your comrents to
no | onger than three m nutes.

M. Underwood, would you
pl ease read the nane of the first
person regi stered for public coment.

THE CLERK: There is no one
regi stered for public coment.

COUNCI LWOVAN BROOKS:  Ckay.
Are there any questions or comments
fromany nenbers of the Commttee?

(No response.)

COUNCI LWOVAN BROCKS: | j ust
want to give a few final words.
said | wasn't going to speak on this,
but | worked 17 years with
Easterseal s of Sout heastern
Pennsyl vania and that's when | first
becane famliar with this diagnosis
and have worked with several famlies

with children that are trying to
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i nclude themin day care or
recreational prograns, and we had a
type of notification on our records
and all the staff nmenbers had to be
awar e because bruising is easy,
bl eeding is easy and brittle bones is
easy.

| think the sane notification
that we need to give for providers in
order for young people to |ive and
thrive as they get older is the sane
consi deration we need to take when
they're infants and we're trying to
navi gate the system So ny heart
goes out to this famly. | hope you
guys conme and are able to find a
sound resolution to this so this does
not happen to anyone else. | guess
Counci | renber Harrity and | w ||
still be around to help support this
af ter Counci | menber Vaughn is in
retirement, so please stay in touch
with us.

Thank you so nmuch, Dr. Holi ck,

for your work in bringing recognition
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to this. Thank you, Conm ssi oner
Ali, for com ng on speaking on behalf
of DHS.

There being no further
guestions fromnenbers of this
Conmittee and no other witnesses to
testify, I will ask if there is
anyone else that is present in this
heari ng whose nane has failed to be
called that wi shes to offer testinony
on the resol ution being considered
t oday?

(No response.)

COUNCI LWOVAN BROOKS:  Heari ng
none, | want to thank all the panels
of witnesses for their participation.
We val ue your opinion. This
concl udes the public hearing of the
Commttee. We will now recess this
hearing until the call of the Chair.
Thank you all very nmuch for your
attendance. Have a great day. Happy
hol i days, everyone.

COUNCI LWOVAN VAUGHN:  Thanks,
everybody. Happy holi day.
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COUNCI LMAN HARRI TY:  Thank
you, everyone. See you, Chairwonan.

(Conmittee on People with
Disabilities and Speci al Needs
concluded at 2:00 p.m)
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CERTI FI CATI ON

I, hereby certify that the proceedi ngs
and evidence noted are contained fully and
accurately in the stenographic notes taken by
me in the foregoing nmatter, and that this is a

correct transcript of the sane.

__Q_Xb____w\__g_@Mu

TANEHA CARROLL
Court Reporter - Notary Public

(The foregoing certification of this
transcri pt does not apply to any reproduction
of the sane by any neans, unless under the
di rect control and/or supervision of the

certifying reporter.)
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