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* | am a pediatric dermatologist
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How to explain PHACE to others?

Family, friends, teachers, strangers

How many of you had heard of
hemangiomas prior to your child’s
diagnosis?

How many had heard of PHACE?
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Explaining PHACE to Strangers

Strangers

www.clipartol.com - 439149

Image from the Marconi Society

Explaining PHACE to Strangers
Explaining PHACE to Strangers

The Hemangioma

Take a deep breath * It’s a form of a birthmark * Picture of segmental
. * What is a birthmark? hemangioma

Sm l |e * This birthmark is made of a lot
“ g oam of blood vessels

Thank you for your concern for my child « Early on the blood vessels are

| | growing and making more blood
Or vessels
. oL h i d

“Thank you for asking” Shrink o P growing an

* Fading with time

Explaining PHACE to Strangers Explaining PHACE to Strangers

Beyond the Birthmark Beyond the Birthmark

* Sometimes with this type of
hemangioma there are
additional issues

* Sometimes with this type of
hemangioma there are
additional issues

* Other complications or problems
with the brain, eyes, or heart

* Other complications or problems
with the brain, eyes, or heart

* Thank you again for your interest
in my child, have a great day!

from: Coulourbox.com, 123rf

lllustrations from: Coulourbox.com, shutterstock, 123rf, Amazon.com
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Friends

™ T

Itsourtree.com

Explaining PHACE to Friends

Beyond the Birthmark

* You may want to keep it simple, or
be more detailed depending on the
friend/neighbor

* You may receive a lot of unsolicited
advice, good or bad, be prepared

e hostersiock com - TS138104

* Educating those surrounding you
and your child is important to
socialization of your child

lllustrations from: Coulourbox.com, shutterstock, 123rf

Teachers

Explaining PHACE to Teachers »

Beyond the Birthmark

* Migraines

« Stroke

* Language delays

* Speech difficulties

* Delays in gross motor skills
* Hearing problems

e
« Other symptoms i ﬂ

N
* Peer relationships ad

Y
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Illustrations from: Coulourbox.com, shutterstock, 123rf

Family

Posterior fossa abnormalities and other structural brain abnormalities.

Hemangioma(s) that are typically large and located on the skin of the head and neck area.

Arterial anomalies of the head (brain) and neck. These can be arteries that are too narrow (stenotic)
or dilated (aneurysmal) or the lack of normal blood vessels in the head and neck.

Cardiac defects, with the most common being coarctation (narrowing) or the aorta or other aortic
abnormities

® N O T O

Eye anomalies not caused by the growth of the hemangioma such as problems with the optic nerve

http://www.phacesyndromecommunity.org/overview
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Identification
Humor

Intellectualization
Introjection
Suppression

Sublimation

Altruism
Anticipation

Wonder

R.J. Palacio

e,

How will a facial birthmark affect my child?

Children with facial difference that affects >25% of their face are more
vulnerable to stigmatism

Self-esteem starts to form around age 4 years

Studies that address the following questions in the next few slides:
* How does the hemangioma affect my child?

* How might teasing affect my child?

* What will other kids think about my child?

Masnari et al J Plast Recontr Aesthet 2012;65:1664-70

Impact of hemangiomas

Table 5 Mean health-related quality of bfe scores for
children age 12-15 years with haemangiomas and healthy

children
Chidren
Haemangioma  Healthy children
mean i =20 mean n = 96
) Physal ymploms. 266 u2
Motor function 07 01
Cogntive function 292 ns
—h Positive efotions  WT n1
Negative erotions  12.2 1ni

Mener scores nocate a better qualy of LFe. The Crondacn's
B 17 GuF 520y PADULATON WEFE MAENIE 1 Pd (ngng
from 0.8 for motor fuctionig to 0.07 for copitve
functionng).
* P<Oi.
TR

Hoornweg at al J Plast Rescontr Aesthet 2009;63:1254-71.

Tabled  Spechic asmangoms auestiommaie for children
2ged §-15 years 2 = 18)

Chidren wih haerangoras Sagee 5 dmpee
aged 618 years

1. My e woukd have been 19 n
ierent wikau:
2 haer

2.1 an dfferent from other 4 u
children because of my
haerangora

10 an stared 2t " »n
A Pablic reactions rake e 19 0
rewe of ry Merangora

S. | had 2 feeting of self L] %
tare

6.1 had 2 feckng of shame & n
7.1 try to ide my L L]
herangors

1 1 especially rware of ey haarangiora when | an:

1. Walking in the sireet . "

9. Entering a public place 9 v
0. &t binhdays/visits from 4 L]
relatves

11, Makng new comtac i ” M
2. At chool ] L]
13, Public reactions are. L o
raking me nenvous

Reples 1 1.

Impact of hemangiomas
« Kids age 8-15 felt insecure in the past, but “grew out of it”

* Making new contacts, public reactions, and school are more
problematic (even when the hemangioma is involuted)

* Majority of patients and parents are NOT negatively affected by the
hemangioma

Hoornweg at al J Plast Rescontr Aesthet 2009;63:1254-71.

Teasing
* 5-55% rate of teasing among

all children

« Study of 340 children with
cleft lip/palate in Norway

KB Feragrn, WAL, Sk / Body dmage 16 (201

Table 1

Reported teasing at different time points (cross-sectional) and across gender.

Total Females Males

%(n)

39.0(128) 389
BIS) 385

60.9(162) 72

13.0(40) 174(21) 102(19) 33%
Never 245(33) 187(25)  28.4(38) 100
Oneftwo ime points  67.2(227) 634(93) 65.7(134) 3.0
All time points 8.3(28) 11.9(16) 59(12) 656"
° pes.
“ p<nl
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Teasing

* Teasing more significant risk
factor than presence of a
facial difference for
decreased satisfaction with
appearance and increased
emotional distress

KB. Feragrn, NA. Siock / Body dmage 16(2016) 113-142

Teasing
« Adolescence is a key time to be aware of teasing and intervene

* This study suggests regardless of presence of facial difference, teasing
is salient to the development of self-perceptions of satisfaction with
appearance and emotional distress

* Protective factors (against teasing):
* Positive peer relations
« Perceptions of positive social experiences

KB. Feragen, NM. Stock [ Body Image 16 (2016) 133-142

What do other kids think? (s R

-
o X m;,/

* Photos of 12 children/infants with or without facial difference (congenital
nevus, port wine stain, hemangioma)

« Children (344 total) ages 8-17 viewed photos (randomized) and marked if they
had positive or negative impressions

What do other kids think?

« Children with facial difference rated as less likeable, less attractive, less happy, less
good at school, less popular than without facial difference

« One item not significantly different: kindness
 Less willingness to interact or befriend children with facial difference

* Predictors of stereotypical attitudes:
* Younger age: no interaction in past with someone with facial difference
« Personal experience with hostile behavior imparted hostile behavior

* Concerns for kids with facial difference:
* Less social interactions and poor development of social skills
* Increase in social isolation and social anxiety

Masnari et al Body Image 2013;10:515-523

What do other kids think?
How can you change it?

 Education by teachers and parents should help
* Get in the classroom with students and teachers
* Personal contact with children with facial differences
« Presentation of oneself in social situations can directly affect first impressions
and judgement can change as you get to know someone
* Teach positive social skills -- may reduce the stigma
* Teach coping skills to develop emotional resilience

« Social skills training to change the interpretation of others
interactions/behavior and learned responses

Masnari | B Im. 2013;10:515-523

https://www.changingfaces.org.uk

o€
GG [ = | » |5

CAILL 108

& fo =

Get Support Skin Camouflage Wonder Resource
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ABOUT CONTACT

PHACE Syndrome - Overview

PHACE Syndrome is the uncommon ssocation between Large infantie hemangiomas, usually
‘ofthe face, and birth defects of the brain, heart, eyes, skin andior arteries. It 1. acromym that
stands for

p Postarior fossa sbnormalises and other structural rain sbnormaltes.

h

Arterial anomalées of the head (brain) and neck. These can be arterses That are 100 narTow
tstenctror




