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Eliana	Tingwald,	Age	8
"What	Is	Migraine"

Eliana's	 mom:	 "Eliana	 developed	 Migraine	 and	 Post	 Traumatic	 headache	 after	 suffering	 a	 TBI	 in

September	of	2017.		Unfortunately,	one	of	her	biggest	triggers	for	a	horrible	migraine	attack	are	dance

shows.	 	Between	the	music,	 the	 lights,	 the	stress,	 it	never	 fails	 that	my	girl	always	has	a	horrendous

attack	during	show	times.		But	this	girl	is	so	amazing	on	stage	with	or	without	a	migraine	and	always

dances	through	them.		She	is	my	inspiration	and	one	day	I	hope	to	be	just	like	her."
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Disclaimer
The	 contents	 of	 this	 publication	 in	 print	 and	 digital	 forms

(“Publication”),	 including	text,	graphics,	 images,	and	other	materials

(“Content”)	 are	 provided	 for	 information	 purposes	 only.	 This

Publication	does	not	provide	medical	advice.	The	Content	is	not

intended	 to	 be	 a	 substitute	 for	 professional	 medical	 advice,

diagnosis,	 or	 treatment.	 Always	 seek	 the	 advice	 of	 a	 physician	 or

other	 qualified	 health	 provider	 with	 any	 questions	 you	 may	 have

regarding	a	medical	condition.	Never	disregard	professional	medical

advice,	delay	in	seeking	advice	or	treatment,	or	alter	your	treatment

without	 consulting	 your	 physician	because	of	 something	 you	have

read	 in	My	 Chronic	 Brain.	 Medical	 science	 is	 constantly	 changing,

and	 we	 are	 not	 doctors:	 no	 guarantee	 is	 given	 regarding	 the

accuracy	of	any	statements	or	opinions	made	in	this	Publication.

In	the	event	of	a	medical	emergency,	

call	a	doctor	or	911	immediately.
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When	our		children	suffer	from	Chronic

Migraine,	we	long	to	do	everything	possible	to

help	them	recover.	However,	caregiving

requires	you	to	not	only	look	after	your	loved

one,	but	yourself	as	well.
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and	caregivers.	No,	that	is	not	a

typo.	You	are	probably	thinking,

"Ok,	 children.	 I've	 heard	 that

one.	But	caregivers?	They're	not

suffering	with	Chronic	Migraine!"

And	 honestly	 most	 caregivers

would	 say	 the	 same	 thing.	 You

have	 probably	 even	 heard	 it

from	 them	yourself.	Usually	 it	 is
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A	LETTER	FROM	THE	EDITOR

Caregivers	are

front	line

fighters	in

their	horrid

disease...

therefore	their

voices	need	to

be	heard.

Amanda	Ingrassia
Editor-in-Chief

T

here	 are	 two

groups	 of	 Chronic

Migraine	 sufferers

that	 we	 too	 often

overlook:	 children
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something	like,	"This	is	really	hard,	oh	but	I	don't	have	it	as

bad	as	you!"	And	yes,	in	many	ways	they	are	right:	they	do

not	 suffer	 the	 inescapable	 physical	 torment	 of	 a	 Migraine

attack.	 But	 in	 so	 many	 other	 ways	 they	 are	 wrong.

Caregivers	 are	 front	 line	 fighters	 in	 this	 horrid	 disease,

standing	 side	 by	 side	 with	 patients,	 and	 therefore	 their

voices	 need	 to	 be	 heard.	 This	 edition	 is	 dedicated	 to	 the

people	 who	 support	 us.	 The	 ones	 who	 come	 to

appointments,	hold	our	hands	during	procedures,	coax	one

more	 sip,	 cook	meals,	 do	 laundry,	 and	 remain	 in	 our	 lives

even	while	Chronic	Migraine	dissolves	away	 the	 rest.	Your

experiences	are	valid,	and	we	appreciate	you	deeply.
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had	a	part	to	play	and	attendees

walked	away	feeling	like	they	had

become	 part	 of	 something

special.	There	was	finally	a	place

where	 everyone	 understood

what	 it	 was	 like	 to	 live	 with

Chronic	 Migraine.	 To	 fear	 the

next	 attack.	 To	 live	 life	 avoiding

triggers	 and	 managing

symptoms.	We	felt	heard.

And	 none	 of	 it	 could	 have

happened	without	the	hard	work

of	CHAMP.	Retreat	Migraine	made

a	 community	 come	 together,	 a

community	 that	 is	 still	 growing

and	working	for	change	daily.

I	 also	 got	 the	 opportunity	 to

briefly	meet	Kevin	Lenaburg,	 the
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recently	 had	 the	 opportunity	 to	 attend	 the	 Coalition	 for	 Headache

and	 Migraine	 Patients'	 (CHAMP)	 inaugural	 Retreat	 Migraine,	 held	 in

San	 Antonio,	 Texas	 in	 April,	 and	 it	 was	 truly	 a	 life	 changing

experience.	 It	 was	 during	 that	 weekend	 that	 I	 was	 able	 to	 witness

firsthand	 the	 amazing	 work	 of	 the	 Coalition	 and	 the	 force	 that	 so
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I
many	organizations	have	when	they	pool	their	resources	and	their	collective

talent	 together.	 From	 groups	 such	 as	 the	 National	 Headache	 Foundation

(NHF),	 to	US	 Pain,	 to	Miles	 for	Migraine,	 and	 The	 Patient	 Alliance	 everyone

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA

AAAAAAA

Executive	Director	of	CHAMP,	at	Retreat	Migraine.	When	you	meet	Kevin,	you

are	immediately	struck	by	his	positive	demeanor,	his	affablility,	and	his	vast

knowledge	about	Migraine.	While	Kevin	 is	not	a	Migraine	sufferer	himself,

he	 is	 a	 caregiver—his	 significant	 other	 is	 Katie	 Golden,	 who	 is	 a

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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tremendously	 talented	 blogger	 and	 advocate	 for	 the

Migraine	 community.	 You	 can	 find	 her	 blog	 at

GoldenGraine.com.

THE	ORIGINS	STORY

I	asked	Kevin	about	 the	origins	of	CHAMP,	because	 I	do

love	 a	 good	 origin	 story,	 and	 this	 one	 certainly	 fits.	 In

2017,	 at	 the	 American	 Academy	 of	 Neurology’s	 annual

conference,	Dr.	Bill	Young	(Jefferson	University	Hospital),

Mary	 Franklin	 (National	 Headache	 Foundation),	 Shirley

Kessel	 (Miles	 for	 Migraine),	 and	 Megan	 Buzby	 (then	 of

the	American	Migraine	Foundation)	were	sitting	 in	a	bar

after	 the	conference.	 It	was	then	that	 they	realized	they

only	got	to	see	each	other	and	share	ideas	during	these

type	 of	 events,	 and	 they	 wanted	 to	 do	 something	 to

change	that.

There	was

finally	a	place

where

everyone

understood

what	it	was

like	to	live

with	Chronic

Migraine.

....................................................................................................................................................................................................
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So	 Dr.	 Young	 started	 to

sketch	 out	 an	 idea	 on	 the

back	 of	 a	 napkin,	 and	 thus

the	early	 iteration	of	CHAMP

was	 born.	 In	 the	 beginning,

Shirley	 Kessel	 got	 the

organization	 off	 the	 ground

(while	 still	 running	 Miles	 for

Migraine).	 Later	 Kevin	 was

brought	 on	 as	 the	 Executive

Director.	

What	 started	 as	 a	 simple

sketch	 has	 grown

exponentially.	 The	 mission

statement	 of	 CHAMP	 is	 as

follows:

The	Coalition	For	Headache	And	Migraine	Patients	(CHAMP)	is

a	 new	 organization	 that	 provides	 support	 to	 people	 with

headache,	 migraine	 and	 cluster	 diseases	 who	 are	 often

stigmatized	and	under-served.

CHAMP	 brings	 together	 organizations	 and	 leaders	 in	 this

disease	 area	 to	 enhance	 communication,	 coordination	 and

collaboration	 to	more	 effectively	 help	 people	 wherever	 they

are	on	their	patient	journey.

CHAMP	 is	 working	 to	 identify	 unmet	 needs	 of	 those	 with

headache,	 migraine	 and	 cluster	 diseases,	 and	 will	 work	 to

better	support	patients	and	their	caregivers.
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WHO	IS	CHAMP?

Currently,	 CHAMP	 is	 comprised

of	 22	 organizations:	 15

nonprofits,	 four	blogs,	and	three

migraine	 communication

companies.	The	website	contains

disease	 information,	 treatment

options,	and	help	with	insurance

and	 disability.	 This	 is	 all	 in

addition	 to	 the	 many	 resources

provided	 by	 member

organizations	such	as	the	Patient

Advocate	 Foundation	 which

helps	 individuals	 struggling	 with

their	 healthcare	 by	 providing

case	 management	 and	 financial
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support	and	US	Pain,	an	advocacy	organization	that	offers	multiple	programs

for	individuals	to	get	involved	and	“enhance	the	quality	of	life	for	people	with

pain”.	You	will	find	 links	 to	all	of	 their	partners	by	visiting	CHAMP's	website:

headachemigraine.com.	

PATIENT	ADVOCACY

Recently	 on	 the	 advocacy	 front	 CHAMP	 was	 involved	 in	 the	 Institute	 for

Clinical	 and	 Economic	 Review	 (ICER)	 report	 of	 the	 new	 CGRP	 drugs.	 This

report	is	a	major	determining	factor	in	which	drugs	get	approved	and	covered

by	 insurance.	 The	 Coalition	 was	 influential	 in	 making	 sure	 that	 Migraine

patient	voices	were	heard	as	part	of	the	process.

One	 of	 the	 great	 things	 about	 CHAMP	 is	 that	 it	 is	 truly	 coalition	 based.

Different	 organizations	 pick	 up	 the	 ball	 when	 it	 is	 in	 an	 area	 that	 their

strengths	 lie.	 As	 Kevin	 said	 to	me,	 Headache	Migraine	 Policy	 Forum	 “is	 the

quarterback	 to	 deal	 with	 insurance	 companies—to	 write	 letters,	 make	 calls

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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and	help	with	policy	matters.”	When	patient	assistance	is

the	 issue,	 The	 Patient	 Advocate	 Foundation	 Steps	 in.

Need	 specific	 disease	 info	 or	 support	 groups?	 Head	 on

over	 to	 the	 National	 Headache	 Foundation,	 American

Migraine	 Foundation,	 Chronic	 Migraine	 Awareness,

Cluster	 Headache	 Support	 Group	 or	 Cluster	 Busters.

Want	 to	 advocate?	 There	 are	 tons	 of	 opportunities	 at

Miles	for	Migraine	and	US	Pain,	And	if	you	are	looking	for

diverse	 voices	 and	 topics,	 try	 Migraine.com,	 Migraine

Again,	 Golden	 Graine,	 The	 Migraine	 Diva,	 and	 the	 Daily

Headache.	

Each	 of	 these	 organizations	 offers	 a	 diverse	 set	 of	 skills

and	 a	 group	 of	 people	 committed	 to	 its	 mission,	 and

being	 under	 one	 umbrella	 in	 the	 form	 of	 CHAMP	 is	 of

great	 benefit	 to	 the	 Migraine	 community,	 providing	 not

only	 increased	 resources	 and	 manpower,	 but	 a	 united

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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												One	of

the	great

things	about

CHAMP	is

that	it	is	truly

coalition

based.

http://www.headachemigraine.com/


	11	

WHO	IS	CHAMP?

Currently,	 CHAMP	 is	 comprised

of	 22	 organizations:	 15

nonprofits,	 four	blogs,	and	three

migraine	 communication

companies.	The	website	contains

disease	 information,	 treatment

options,	and	help	with	insurance

and	 disability.	 This	 is	 all	 in

addition	 to	 the	 many	 resources

provided	 by	 member

organizations	such	as	the	Patient

Advocate	 Foundation	 which

helps	 individuals	 struggling	 with

their	 healthcare	 by	 providing

case	 management	 and	 financial

AAAAAAAAAAAAAAAAAAAAAAAA

AAAAAAAA

support	and	US	Pain,	an	advocacy	organization	that	offers	multiple	programs

for	individuals	to	get	involved	and	“enhance	the	quality	of	life	for	people	with

pain”.	You	will	find	 links	 to	all	of	 their	partners	by	visiting	CHAMP's	website:

headachemigraine.com.	

PATIENT	ADVOCACY

Recently	 on	 the	 advocacy	 front	 CHAMP	 was	 involved	 in	 the	 Institute	 for

Clinical	 and	 Economic	 Review	 (ICER)	 report	 of	 the	 new	 CGRP	 drugs.	 This

report	is	a	major	determining	factor	in	which	drugs	get	approved	and	covered

by	 insurance.	 The	 Coalition	 was	 influential	 in	 making	 sure	 that	 Migraine

patient	voices	were	heard	as	part	of	the	process.

One	 of	 the	 great	 things	 about	 CHAMP	 is	 that	 it	 is	 truly	 coalition	 based.

Different	 organizations	 pick	 up	 the	 ball	 when	 it	 is	 in	 an	 area	 that	 their

strengths	 lie.	 As	 Kevin	 said	 to	me,	 Headache	Migraine	 Policy	 Forum	 “is	 the

quarterback	 to	 deal	 with	 insurance	 companies—to	 write	 letters,	 make	 calls

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA

AAAAAAA

.................................................................................................................................................................................................... ....................................................................................................................................................................................................

and	help	with	policy	matters.”	When	patient	assistance	is

the	 issue,	 The	 Patient	 Advocate	 Foundation	 Steps	 in.

Need	 specific	 disease	 info	 or	 support	 groups?	 Head	 on

over	 to	 the	 National	 Headache	 Foundation,	 American

Migraine	 Foundation,	 Chronic	 Migraine	 Awareness,

Cluster	 Headache	 Support	 Group	 or	 Cluster	 Busters.

Want	 to	 advocate?	 There	 are	 tons	 of	 opportunities	 at

Miles	for	Migraine	and	US	Pain,	And	if	you	are	looking	for

diverse	 voices	 and	 topics,	 try	 Migraine.com,	 Migraine

Again,	 Golden	 Graine,	 The	 Migraine	 Diva,	 and	 the	 Daily

Headache.	

Each	 of	 these	 organizations	 offers	 a	 diverse	 set	 of	 skills

and	 a	 group	 of	 people	 committed	 to	 its	 mission,	 and

being	 under	 one	 umbrella	 in	 the	 form	 of	 CHAMP	 is	 of

great	 benefit	 to	 the	 Migraine	 community,	 providing	 not

only	 increased	 resources	 and	 manpower,	 but	 a	 united

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA

AAAAAAAAAAAAAAAAAAAAAA

PHOTO	BY	DANIEL	SILANTEV

												One	of

the	great

things	about

CHAMP	is

that	it	is	truly

coalition

based.

http://www.headachemigraine.com/


	12	

front	on	issues	of	importance.

HOW	TO	GET	INVOLVED

After	 learning	 about	 so	 many	 different	 facets	 of	 the

coalition,	you	may	be	wondering,	how	do	I	get	involved	with

CHAMP?	Here	are	a	few	of	the	ways	Kevin	suggests.

First,	 if	 you	are	willing	 to	 share	 that	 you	have	a	headache

disease,	share	that	 fact.	With	 friends	and	family,	online,	or

wear	a	Migraine	t-shirt	or	pin	that	explains	your	disease	in

public	 to	 start	 a	 	 start	 a	 conversation.	 However	 you	 are

comfortable.	Just	by	sharing	you	are	advocating.	

Second,	 do	 you	 write,	 do	 photography,	 or	 have	 other

talents?	 If	so,	 there	 is	a	volunteer	database	created	by	 the

Association	 of	Migraine	Disorders	 that	will	 be	 shared	with

the	 Coalition	 (Find	 it	 at	 ShadesForMigraine.org/Volunteer-

Registry).	 This	 information	 will	 be	 collected	 and	 then

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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There	are	so

many	ways	to

get	involved,

find

information,

and	feel

connected	to

the	Migraine

community.

....................................................................................................................................................................................................
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member	 organizations	 will	 be	 able	 to	 access	 it

when	they	are	 in	need	of	volunteers	with	those

specific	 skills.	 They	may	 call	 upon	 you	 to	 write

articles,	 use	 your	 photos	 online,	 or	 get	 you

involved	depending	on	your	skill	set.

Lastly,	 get	 involved	 in	 policy.	 There	 are	 more

problems	 with	 the	 CGRPs	 as	 we	 pass	 the	 year

mark	 since	 their	 approval.	 Many	 individuals

were	 given	 a	 year	 free	 of	 the	medications	 and

may	 come	 up	 against	 insurance	 coverage

challenges	 once	 the	 12	 months	 has	 lapsed.

Others	 are	 being	 denied	 CGRPs	 if	 they	 are	 still

using	Botox®.	CHAMP	and	member	organization

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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....................................................................................................................................................................................................

Headache	 and	 Migraine	 Policy	 Forum	 have	 been	 heavily	 involved	 with

monitoring	and	answering	these	questions.	

Get	 involved	 with	 Headache	 on	 the	 Hill,	 a	 program	 that	 happens	 each

February	where	members	of	the	Migraine	community	spend	a	day	on	Capitol

Hill	 in	 Washington	 DC	 asking	 legislators	 for	 specific	 “asks”	 that	 benefit	 the

community.	Another	way	to	get	involved	is	to	talk	to	policy	makers,	and	even

call	 or	 write	 your	 legislators	 on	 issues	 that	 are	 important	 to	 the	 Migraine

community.	 Migraine	 funding	 is	 precariously	 low	 in	 comparison	 to	 other

diseases	and	in	relation	to	the	number	of	individuals	affected,	and	by	putting

a	human	face	to	you	elected	officials	and	forging	relationships,	you	can	start

making	your	legislator	a	champion	for	Chronic	Migraine.

There	are	so	many	ways	to	get	involved,	find	information,	and	feel	connected

to	 the	 Migraine	 community.	 Thanks	 to	 CHAMP,	 we	 are	 connected	 and

stronger.	 So	 dive	 on	 in	 to	 their	 resources	 and	 programs	 and	 find	 the

CHAMPion	within.
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community.	Another	way	to	get	involved	is	to	talk	to	policy	makers,	and	even

call	 or	 write	 your	 legislators	 on	 issues	 that	 are	 important	 to	 the	 Migraine

community.	 Migraine	 funding	 is	 precariously	 low	 in	 comparison	 to	 other

diseases	and	in	relation	to	the	number	of	individuals	affected,	and	by	putting

a	human	face	to	you	elected	officials	and	forging	relationships,	you	can	start

making	your	legislator	a	champion	for	Chronic	Migraine.

There	are	so	many	ways	to	get	involved,	find	information,	and	feel	connected

to	 the	 Migraine	 community.	 Thanks	 to	 CHAMP,	 we	 are	 connected	 and

stronger.	 So	 dive	 on	 in	 to	 their	 resources	 and	 programs	 and	 find	 the

CHAMPion	within.
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Jenn	is	a	government	affairs	professional	who	is	currently
learning	to	focus	on	her	health.	She	spends	her	time	advocating
for	change,	encouraging	other	chronic	illness	sufferers,	and
crafting!	

JENN	HEATER

CONNECT	WITH	JENN
Twitter:	@Medical_Oddity
Instagram:	@chiefmedicaloddity
Blog:	MedicallyOdd.com

TIPS	ON	CAREGIVING

Kevin	sees	the	Migraine	world	from	a	caregiver’s	point	of	view:	his	wife,	Katie,

has	Chronic	Migraine.	Through	her,	he	sees	"all	the	nefarious	ways	it	impacts

life."	So	I	asked	him	about	caregiving.	

He	pointed	out	 that	"[i]t	 is	challenging	professionally,	because	 the	goal	 is	 to

fix	the	person	that	I	love,	and	even	though	I	get	to	talk	to	top	doctors	Katie	is

not	better.”	

It	 is	 hard	 for	 the	 person	 in	 pain,	 but	 also	 for	 you,	 the	 caregiver.	 Caregiver

fatigue	is	a	real	thing.	But	when	you	are	tired,	you	remember	that	you	are	not

in	pain,	and	you	judge	yourself	(even	though	you	know	that	you	should	not).

They	have	the	pain,	but	still	you	need	a	break,	and	you	feel	guilty	about	that.

And	 so	 goes	 the	 argument	 inside	 your	 head,	 around	 and	 around,	 a	 never

ending	cycle	of	guilt.

So	what	 advice	does	Kevin	have	 for	 other	 caregivers?	 “It	 takes	 a	 village"	 he

says.	"Invest	as	much	as	you	can	in	the	good	times,	so	that	you	can	call	in	the

bad.	It	works	for	the	caregiver	too.	Build	up	support	networks	and	call	upon	it

when	you	need	to.”	
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Christina	Wallace,	Age	18

"For	me	hemiplegic	migraine	and	basilar	migraine	has	majorly	impacted	my

schooling.	All	my	friends	get	to	graduate	high	school	this	year,	but	I	don't	because

I	had	to	stop	going	for	a	whole	year..."
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UNAPOLOGETIC

Wellness
WRITTEN	BY	NICKI	NEMETH

Fortunately	for	me,	my	husband	Alex	shares	this	same	ambition.	A	few	years

ago,	 despite	my	 health	 status,	 we	 bought	 one-way	 tickets	 to	 Thailand,	 and

spent	 seven	 months	 exploring	 Southeast	 Asia	 visiting	 a	 new	 country	 each

month.	Although	this	was	an	especially	demanding	time	in	my	life,	it	was	also

extremely	 rewarding.	 My	 authentic	 self	 came	 into	 the	 light,	 and	 thanks	 to

Alex,	I	learned	I	never	need	to	apologize	for	my	wellness	practice.

Upon	reflection,	 I	 am	able	 to	see	 that	our	 trip	was	guiding	me	 towards	self

awareness.	 Our	 trek	 through	 the	 Himalayas	 taught	 me	 the	 importance	 of

moving	at	my	own	pace	and	saying	no	 to	 things	when	they	do	not	suit	me.

Laos	encouraged	me	to	tune	out	the	voices	of	others	and	 listen	to	my	own.
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hronic	Migraine	has	been	a	part	of	my	life	for	six	consecutive	years.

This	 has	 presented	 me	 with	 many	 physical	 and	 emotional

challenges,	 which	 I	 have	 chosen	 to	meet	 head	 on.	 One	 particular

challenge	is	my	desire	to	travel	the	world.C
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Thailand	 showed	me	 life	 can	be	 zen	 amidst	 chaos	 and	 to

seek	out	this	magic	when	I	feel	overwhelmed.	Vietnam	gave

me	 the	 strength	 I	 would	 later	 need	 when	 my	 health

worsened	 and	 I	 was	 unsure	 of	 how	 I	 would	 survive	 the

intense	 pain.	 Indonesia	 showed	me	 how	 to	 relax	 and	 be

more	present	 in	each	moment,	while	 India	 taught	me	 it	 is

the	simple	things	in	life	that	are	the	most	dear.

This	knowledge	was	put	 to	good	use	once	we	returned	to

the	 US.	 My	 health	 was	 quickly	 deteriorating,	 and	 my

migraine	pain	was	off	the	charts.	 I	started	by	simply	being

mindful	 of	 my	 condition,	 and	 then	making	 every	 lifestyle

adjustment	 I	 could	 think	of.	By	 listening	 to	what	my	body

needed	from	me,	and	then	acting	upon	it,	I	discovered	my

needs	were	valid,	and	I	began	to	trust	myself	more.
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This	eventually	built	up	my

confidence	 to	 the	 point

that	 I	 naturally	 started

communicating	 these

needs	 to	 those	 around

me,	which	was	 something

I	 had	 never	 really	 done

before.	 By	 creating	 an

open	 dialogue	 about

Migraine,	 I	 have	 grown

closer	to	the	people	I	care

about.	 They	 have	 learned

how	 to	 support	 me,	 are

aware	 of	 my	 limitations,

and	 are	 no	 longer	 left	 in

the	 dark	 about	what	 I	 am

experiencing.	 As	 the

childhood	 saying	 goes,
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By	creating	an	open

dialogue	about

Migraine,	I	have

grown	closer	to	the

people	I	care	about.

“sharing	is	caring.”

This	has	been	especially	true	with	Alex.	The	evolution	of	our	marriage	has	been

the	greatest	gift	Migraine	has	given	me.	Without	 it,	our	relationship	would	 lack

the	 depth	 and	 understanding	 we	 share	 today.	 Our	 communication	 skills	 have

flourished,	and	we	have	found	a	way	to	live	alongside	migraine	together.	He	has

never	 made	 me	 feel	 like	 a	 burden,	 and	 affords	 me	 the	 opportunity	 to	 focus

solely	on	my	 recovery.	 I	now	have	pain	 free	days	on	a	 regular	basis,	and	have

regained	much	of	my	 independence.	 I	would	not	be	where	 I	am	today	without

his	understanding.

Even	though	some	people	still	try	to	dismiss	Chronic	Migraine	as	a	valid	disorder,

I	recognize	this	is	simply	their	opinion,	and	I	do	not	need	to	concern	myself	with

it.	 I	 am	 resilient	 and	 I	will	 continue	 down	my	wellness	 path	 regardless	 of	what

others	 believe.	 By	 forging	 on	 and	 accepting	 help	 from	others,	 I	 am	discovering

who	I	truly	am.	This	is	a	beautiful	thing	that	I	never	need	to	apologize	for.	Thanks

to	chronic	migraine,	 I	have	strength	of	character,	and	a	support	team	that	 loves

me	unconditionally.

....................................................................................................................................................................................................

Nicki	is	a	Chronic	Migraine	patient	with	a	not-so-hidden	talent	of
painting.	Her	innate	desire	to	explore	has	lead	her	all	over	the	world.
She	utilizes	holistic	approaches	to	healing,	and	is	a	strong	believer	in
the	role	of	nutrition	in	health.	

CONNECT	WITH	NICKI
Instagram:	@nickidoesart
Facebook:	@nickidoesart9NICKI	NEMETH
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ALWAYS	A	MOM:

CAREGIVING	FROM

A	THERAPIST'S

POINT	OF	VIEW
WRITTEN	BY	GALE	EISNER	HEATER,	MS,	MFT
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Let	 me	 begin	 with	 a	 brief

history.	 I	 remember

clearly	 where	 I	 was,	 and

what	 I	was	doing	 that	 Fall

day	 21	 years	 ago	 when	 I

was	told	my	daughter	had

a	brain	tumor.

For	the	last	21	years,	not	a

single	 day	 has	 gone	 by

where	 I	 have	 been	 worry

free.	 From	 that	 day,	 21

years	ago,	we	have	visited
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dozens	and	dozens	of	specialists.	We	have	been	to	some	of	the	top	facilities

in	 the	 country-including	 places	 such	 as	 the	 University	 of	 California	 San

Fransisco	 (UCSF),	 the	 University	 of	 Californa	 Los	 Angeles	 (UCLA),	 Stanford,

and	Mayo-	but	 they	could	not	offer	a	treatment	to	stop	or	control	 the	daily

insurmountable	levels	of	pain	she	experienced.

Many	of	these	professionals	offered	up	their	ideas	of	treatments	that	may	be

helpful.	I	watched	as	treatments	were	administered;	waiting	patiently	for	the

drugs	 to	 start	 to	help.	 From	every	known	 form	of	painkillers	 to	a	ketamine

induced	coma...nothing	relieved	the	pain.	

So	many	 of	 these	 treatments	 were	 experimental	 which	means	 two	 things.

One,	they	really	do	not	know	the	impact	it	would	have	on	my	child,	and	two,

insurance	would	not	cover	it.

ecently	 I	 was

asked	 how

things	 are

going	 for	 my

daughter...

R
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Since	 that	 first	 brain	 surgery	 in

2000,	my	 daughter	 has	 had	 two

additional	 brain	 surgeries.	 The

scariest	 moments	 in	 my	 life

where	 during	 those	 three

surgeries.	Feeling	totally	helpless

and	 unable	 to	 stop	 crying.	 But	 I

was	 determined!	 I	 would	 not

allow	my	girl	 to	witness	my	pain

and	my	fear.	So	I	buckled	up	and

powered	through.

It	would	not	 be	 an	 exaggeration

to	 say	 we	 have	 been	 to

thousands	 of	 medical

appointments,	hundreds	of	 labs,

AAAAAAAAAAAAAAAAAAAAAAAA
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probably	 more	 than	 fifty	 emergency	 room	 visits,	 multiple	 hospitalizations,

and	enough	medication	to	open	up	our	own	pharmacy.

There	have	been	more	days	than	I	can	count	when	all	she	was	able	to	do	was

lay	in	a	dark	room	and	try	not	to	move.	Days	on	end	with	no	light	at	the	end

of	the	tunnel.	

Some	days	I	would	climb	the	stairs	to	her	bedroom	what	felt	like	twenty-five

times	to	bring	her	up	her	meals,	and	gently	push	her	to	eat	a	little	something.

Many	 of	 the	medications	made	 her	 nauseous.	 The	 plus	 side	 was	 they	 also

allowed	her	to	sleep,	which	was	her	only	escape	from	the	pain.	

The	 last	 eighteen	months	 that	 she	 lived	 alone,	 she	 was	 unable	 to	 care	 for

herself.	 My	 husband	 and	 I	 took	 turns	 every	 2-3	 weeks	 flying	 from	 the	 San

Francisco	 Bay	 Area	 to	 Los	 Angeles	 where	 our	 daughter	 lived.	 Doing	 her

errands,	 laundry,	 cleaning,	 taking	 her	 to	 appointments,	 and	 getting
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medications;	 then	 turning	 right	 around	 we	 would	 fly

home	 exhausted	 and	 go	 back	 to	 work	 the	 next	 day.	 As

her	 pain	 levels	 intensified	 and	 our	 exhaustion	 became

overwhelming,	we	had	to	make	the	decision	to	bring	her

home.

When	we	first	moved	her	home	after	her	second	surgery,

from	 the	 independent	 and	 very	 successful	 life	 that	 she

had	created	for	herself	 in	Los	Angeles,	 the	sadness	 I	 felt

was	overwhelming.	I	felt	helpless,	as	the	days	turned	into

months	 and	months	 turned	 into	 years.	 I	 was	 unable	 to

find	help	for	Jenn	to	relieve	her	pain.	

My	daughter	is	one	of	the	brightest	most	ambitious,	kind,

funny	women	 that	 I	know.	There	were	more	days	 than	 I

count	where	 all	 I	 could	 do	was	 prepare	 her	meals,	 help

her	shower,	dry	her	hair,	administer	her	medications,	and

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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take	her	 to	her	appointments.	 	 	 It	was	during	 this	period	of

time	 that	 my	 daughters	 smile	 disappeared,	 and	 I	 can	 only

describe	that	time	as	the	darkest	period	in	my	life.

At	this	point	in	time	she	has	been	home	for	about	six	years.

The	first	 few	years	were	a	blur	to	her:	much	pain	and	much

medication.	During	the	past	one	to	two	years	we	have	some

hours,	 occasionally	 sometimes	 the	 better	 part	 of	 the	 day,

when	 I	 can	 take	 her	 out	 to	 go	 to	 someplace	 like	 Target.

Although	even	as	of	this	week	she	has	been	unable	to	make	it

through	 the	 entire	 shopping	 trip,	 and	 waits	 in	 the	 car	 as	 I

finish	up.	

She	has	had	five	times	during	 these	at	home	years	 that	she

has	 been	 able	 to	 take	 the	 car	 for	 a	 brief	 outing,	 and	 then

return	to	her	bed	exhausted.

I	have

realized	as	a

caretaker

that	I	have	to

carve	out

moments	for

self-care.
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Last	year	we	took	her	to	a	family	wedding,	and

upon	returning	home	she	spent	the	entire	week

in	 bed.	 Even	 having	 house	 guests	 can	 be

daunting	for	her.	

When	 my	 21-	 year-old	 niece	 visits	 she	 climbs

into	 bed	 with	my	 daughter,	 and	 they	 watch	 tv

together.	My	 niece	 understands	my	 daughter’s

struggles	 and	 limitations	 better	 than	 most

people.	 I	can	hear	them	laughing	together,	and

it	 always	 makes	 me	 smile	 through	my	 tears.	 I

can	hear	my	little	happy	girl	in	those	moments.	

People	will	say	to	me,	“Let	me	know	what	I	can

do	to	help,”	or	that	they	are	“Praying	for	her.”	 I

have	no	answers	for	them.	I	know	my	job	as	her
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mother	first	and	caregiver	second	is	to	provide	for	her	wellness	and	comfort.	

I	must	also	say	that	for	the	past	eight	months	my	husband	has	been	ill.	So	being

a	 caregiver	 for	 two	 feels	 daunting,	 but	 I	 know	 there	 are	 many	 facets	 to

caregiving	for	 it	 is	something	I	have	 learned	over	and	over	 in	my	line	of	work.

You	 see,	 I	 am	 a	 licensed	 Marriage/Family	 Therapist	 (MFT)	 and	 have	 been

practicing	for	the	last	thirty	years.

I	have	spent	my	life	helping	and	caring	for	people.

I	have	realized	as	a	caretaker	that	 I	have	to	carve	out	moments	for	self-care.	 I

find	myself	 seeking	 refuge	 in	my	bed	shortly	after	dinner.	 I	find	short	outings

with	friends	for	lunch	helps	greatly.	I	enjoy	my	volunteer	work;	finding	that	as	a

volunteer	you	are	not	alone,	when	working	 for	a	 shared	cause	 that	 is	greater

than	you.	I	am	fortunate	that	I	work	with	many	gifted	therapists	that	are	always

there	when	I	cannot	seem	to	find	any	more	strength	within	myself.	I	also	have
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struggles	 and	 limitations	 better	 than	 most

people.	 I	can	hear	them	laughing	together,	and

it	 always	 makes	 me	 smile	 through	my	 tears.	 I

can	hear	my	little	happy	girl	in	those	moments.	

People	will	say	to	me,	“Let	me	know	what	I	can

do	to	help,”	or	that	they	are	“Praying	for	her.”	 I

have	no	answers	for	them.	I	know	my	job	as	her
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mother	first	and	caregiver	second	is	to	provide	for	her	wellness	and	comfort.	

I	must	also	say	that	for	the	past	eight	months	my	husband	has	been	ill.	So	being

a	 caregiver	 for	 two	 feels	 daunting,	 but	 I	 know	 there	 are	 many	 facets	 to

caregiving	for	 it	 is	something	I	have	 learned	over	and	over	 in	my	line	of	work.

You	 see,	 I	 am	 a	 licensed	 Marriage/Family	 Therapist	 (MFT)	 and	 have	 been

practicing	for	the	last	thirty	years.

I	have	spent	my	life	helping	and	caring	for	people.

I	have	realized	as	a	caretaker	that	 I	have	to	carve	out	moments	for	self-care.	 I

find	myself	 seeking	 refuge	 in	my	bed	shortly	after	dinner.	 I	find	short	outings

with	friends	for	lunch	helps	greatly.	I	enjoy	my	volunteer	work;	finding	that	as	a

volunteer	you	are	not	alone,	when	working	 for	a	 shared	cause	 that	 is	greater

than	you.	I	am	fortunate	that	I	work	with	many	gifted	therapists	that	are	always

there	when	I	cannot	seem	to	find	any	more	strength	within	myself.	I	also	have
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some	 very	 loving	 dear	 friends	 that	 have	 known	 me

most	of	all	my	adult	years.	They	will,	and	have,	dropped

everything	 when	 they	 hear	 my	 voice	 and	 never,	 ever

have	disappointed	me	when	I	have	needed	help.

But	most	of	all	I	find	reasons	to	laugh.	There	is	truth	in

the	 old	 adage	 that	 laughter	 is	 the	 best	 medicine!	 So

when	 I	 am	 a	 caregiver,	 mother,	 volunteer,	 friend,	 or

therapist	I	work	at	providing	a	smile,	a	laugh,	or	a	hug!

This	is	not	only	good	for	my	daughter,	but	it	is	also	very

good	for	me!

In	 addition	 to	 my	 work	 as	 a	 therapist	 in	 the	 clinical
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environment,	 I	work	with	people	 that	 have	 also	become	 caregivers.	 I	 utilize

the	experience	I	have	as	a	caregiver	with	therapeutic	tools	I	have	practiced	for

three	decades.	One	of	the	most	important	of	these	tools	is	the	establishment

of	solid		support	systems	and	making	sure	that	they	have	them	in	place.	Most

communities	do	provide	support	groups	for	caregivers.	They	are	not	intended

to	 fix	 the	 problem,	 but	 they	 do	 offer	 the	 caregiver	 relief	 from	 the	 isolation

that	goes	with	caregiving.	

The	burden	and	responsibilities	can	be	overwhelming	and	sharing	with	others

that	have	similar	experiences	helps.

Additional	things	I	tell	my	caregiver	clients:

•	Eating	healthy	foods	can	provide	the	extra	energy	that	is	needed.

•	Sleeping	enough	hours	to	allow	your	body	to	reboot	is	essential.

•	Going	outside	and	really	seeing	nature	helps	to	refresh	your	soul.

•	Remembering	 that	 there	are	people	 that	 can	help.	Learning	 to	ask	 for

help	when	needed	can	be	empowering.

I	utilize	the

experience	I

have	as	a

caregiver	with

therapeutic

tools	I	have

practiced	for

three	decades.

....................................................................................................................................................................................................
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•	 Taking	 many	 little	 breaks	 throughout	 the	 day...	 twenty	 minutes	 of

walking	can	boost	endorphins	that	make	us	feel	better.

•	Watching	a	comedy,	reading	a	funny	story,	laughing.

And	 again	 laughing	 is	 an	 important	 part	 for	 my	 patients	 and	 myself.	 For

anyone	who	is	a	caregiver	or	a	patient:	laugh.

	

Laughing	out	loud	brings	us	joy.	

Joy	brings	hope.	

Hope	allows	for	us	to	continue	the	journey.

PHOTO	BY	HARI	NANDAKUMAR

GALE	EISNER	HEATER,
	MS,	MFT

Gale	has	been	practicing	Marriage	Family	Therapist	for	three
decades.	She	recently	contributed	to	the	DSM-V,	which	outlines
diagnostic	criteria	for	the	American	Psychiatric	Association.	In	her
free	time,	she	volunteers	for	the	American	Cancer	Society	where
she	recently	completed	her	eleventh	year	of	service.	
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staff	 have	 been	 traveling.

Some	 of	 the	 travel	 has

been	 for	 pleasure,	 while

other	 trips	 have	 involved

appointments	 with	 new

health	 care	 providers.	 As

most	of	us	know,	any	type

of	 travel	 can	 be	 difficult

with	 Chronic	 Migraine.

There	are	many	 concerns:

from	 whether	 new

environments	will	trigger	a

migraine	 attack	 to	 the

possibility	 of	 needing	 to

seek	 emergency	 care	 in	 a
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new	city.	When	travel	means	seeing	new	health	care	providers,	we	also	need

to	 determine	 how	 to	 best	 spend	 limited	 time	 with	 them.	 Having	 a	 few

documents	that	summarize	our	medical	condition(s)	and	health	needs	helps

navigate	these	situations	a	little	more	smoothly.	

MEDICAL	ALERT	DOCUMENT

The	first	document	we	find	useful	for	travel	is	an	emergency	document	that

lists	 relevant	 information	 in	 case	you	are	not	able	 to	 communicate	well	 for

yourself.	Chronic	Migraine	can	come	with	cognitive	impairment	and	aphasia	–

the	loss	of	the	ability	to	speak	or	understand	words	clearly.	A	specific	type	of

Migraine	 disease,	 Hemiplegic	 Migraine,	 can	 cause	 stroke-like	 symptoms

affecting	speech	and	motor	coordination.

e c e n t l y ,

members	 of

the	My	Chronic

Brain	 editorial
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If	you	are	looking	for	something	simple,	many	in	the	chronic

illness	 community	 have	 recommended	 items	 like	 the

Stickman	 Communication	 cards	 (

StickmanCommunications.co.uk)	 or	 Medical	 Alert	 bracelets.

However,	 those	 might	 not	 always	 have	 sufficient	 room	 to

provide	all	the	details	you	need.	

Alternatively,	 having	a	document	prepared	 to	 speak	 for	 you

can	 save	 frustration.	 Think	 of	 this	 as	 an	 extended	 medical

alert	 bracelet.	 Remember,	 keep	 the	 language	 simple.

Chances	 are	 that	 those	 reading	 it	 will	 be	 unfamiliar	 with

Migraine	Disease.

What	to	include	in	your	medical	alert	document:

•	 Basic	 health	 information:	 condition(s)	 you	 have	 with	 a

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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...having	a

document

prepared	to

speak	for	you

can	save

frustration.

Think	of	it	as

an	extended

medical	alert

bracelet.	
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brief	 description	 of	 symptoms,	 and

known	allergies

•	 Treatments:	 medications	 or	 other

treatments	 you	have	with	 you	and	may

need	assistance	accessing

•	 Emergency	 contacts:	 both	 family	 or

friends,	as	well	as	your	doctor(s)

•	 Travel	 itinerary	 (optional,	 if	 you	 feel

safe	 providing	 this):	 where	 are	 you

traveling	 to/from,	dates,	 train/station	or

airline/airport

•	Specific	Do’s	and	Don’ts:	These	should

be	 specific	 to	 you,	 but	 examples	might

be	 whether	 it	 is	 okay	 to:	 push	 your

wheelchair	 if	 you	 cannot,	 go	 into	 your

bag	 to	 access	 your	 medications,	 touch
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your	service	animal,	or	call	911	if	you	are	not	responding	clearly	

Some	 of	 our	 readers	might	 know,	 Erica	 Carrasco,	 a.k.a.,	 the	 Achy	 Smile.	 She

shared	a	recent	travel	experience	in	which	she	used	a	Medical	Alert	document.

Erica	 recently	 had	 the	 opportunity	 to	 attend	 an	 event	 too	 good	 to	 pass	 up.

However,	 it	 required	 traveling	 alone,	 something	 she	 had	 not	 done	 in	 years.

Having	 Migraine	 Disease,	 specifically	 Hemiplegic	 Migraine,	 she	 knew

preparation	 would	 be	 key	 to	managing	 fear	 of	 the	 next	 attack	 coming	 while

traveling.

	

In	 case	 an	 attack	hit	while	 she	was	between	home	and	her	 destination,	 Erica

created	an	extended	medical	alert	document	in	order	to	assure	fellow	travelers

she	was	 not	 having	 a	 stroke.	 The	document	 also	 alerted	 travelers	 and	 airline

staff	 how	 to	 find	 her	 emergency	 medical	 kit.	 If	 bystanders	 were	 to	 call	 for

medical	 help,	 the	 sheet	 contained	 contact	 information	 for	 Erica’s	 emergency

contacts	-	family	members	and	doctors.

https://stickmancommunications.co.uk/products/
https://stickmancommunications.co.uk/products/
https://www.etsy.com/market/medical_alert
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If	you	are	looking	for	something	simple,	many	in	the	chronic

illness	 community	 have	 recommended	 items	 like	 the

Stickman	 Communication	 cards	 (

StickmanCommunications.co.uk)	 or	 Medical	 Alert	 bracelets.

However,	 those	 might	 not	 always	 have	 sufficient	 room	 to

provide	all	the	details	you	need.	

Alternatively,	 having	a	document	prepared	 to	 speak	 for	 you

can	 save	 frustration.	 Think	 of	 this	 as	 an	 extended	 medical

alert	 bracelet.	 Remember,	 keep	 the	 language	 simple.

Chances	 are	 that	 those	 reading	 it	 will	 be	 unfamiliar	 with

Migraine	Disease.

What	to	include	in	your	medical	alert	document:

•	 Basic	 health	 information:	 condition(s)	 you	 have	 with	 a
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brief	 description	 of	 symptoms,	 and

known	allergies

•	 Treatments:	 medications	 or	 other

treatments	 you	have	with	 you	and	may

need	assistance	accessing

•	 Emergency	 contacts:	 both	 family	 or

friends,	as	well	as	your	doctor(s)

•	 Travel	 itinerary	 (optional,	 if	 you	 feel

safe	 providing	 this):	 where	 are	 you

traveling	 to/from,	dates,	 train/station	or

airline/airport

•	Specific	Do’s	and	Don’ts:	These	should

be	 specific	 to	 you,	 but	 examples	might

be	 whether	 it	 is	 okay	 to:	 push	 your

wheelchair	 if	 you	 cannot,	 go	 into	 your

bag	 to	 access	 your	 medications,	 touch

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAA

AA

....................................................................................................................................................................................................

your	service	animal,	or	call	911	if	you	are	not	responding	clearly	

Some	 of	 our	 readers	might	 know,	 Erica	 Carrasco,	 a.k.a.,	 the	 Achy	 Smile.	 She

shared	a	recent	travel	experience	in	which	she	used	a	Medical	Alert	document.

Erica	 recently	 had	 the	 opportunity	 to	 attend	 an	 event	 too	 good	 to	 pass	 up.

However,	 it	 required	 traveling	 alone,	 something	 she	 had	 not	 done	 in	 years.

Having	 Migraine	 Disease,	 specifically	 Hemiplegic	 Migraine,	 she	 knew

preparation	 would	 be	 key	 to	managing	 fear	 of	 the	 next	 attack	 coming	 while

traveling.

	

In	 case	 an	 attack	hit	while	 she	was	between	home	and	her	 destination,	 Erica

created	an	extended	medical	alert	document	in	order	to	assure	fellow	travelers

she	was	 not	 having	 a	 stroke.	 The	document	 also	 alerted	 travelers	 and	 airline

staff	 how	 to	 find	 her	 emergency	 medical	 kit.	 If	 bystanders	 were	 to	 call	 for

medical	 help,	 the	 sheet	 contained	 contact	 information	 for	 Erica’s	 emergency

contacts	-	family	members	and	doctors.

https://stickmancommunications.co.uk/products/
https://stickmancommunications.co.uk/products/
https://www.etsy.com/market/medical_alert
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While	she	never	used	it,	having	the	document	gave	Erica	“peace”	and	a	sense

of	“independence.”

HEALTH	RESUME

The	second	document	we	like	to	have	handy	is	a	health	summary	for	visiting

new	doctors.	Maybe	you	are	seeing	a	new	headache	specialist	 for	a	second

opinion,	or	another	type	of	specialist	for	a	different	health	condition.	Chances

are	you	have	gone	through	the	process	of	having	medical	records	transferred

over	to	their	office.	That	might	be	quite	a	lot	for	them	to	review,	though,	and

time	is	precious.	

I	have	found	it	convenient	to	condense	my	health	history	into	a	short	resume-

like	document	 that	 I	can	provide	 the	health	care	provider.	This	puts	a	 lot	of

the	 most	 relevant	 information	 into	 a	 much	 shorter	 and	 more	 digestible

format	than	my	health	records.	

For	example,	I	include:

•	Basic	vitals:	height,	weight,	age,	etc.

•	Major	medical	diagnoses	&	symptoms

•	 A	 summary	 about	my	 education	 and	 prior	work,	 current	work/projects,

hobbies

•	The	limitations	my	health	has	on	my	life	

•	 Patient	 style:	 how	 I	 self-advocate,	 and	 am	 an	 active	 participant	 and

researcher

•	Appointment	 requests:	 I	might	wear	 tinted	glasses	or	ask	 to	have	 lights

dimmed	

•	A	summary	of	 treatments:	current	and	past	dosages	with	how	well	 they

worked

•	Allergies	and	adverse	reactions

•	Short	family	medical	history

•	Other	pertinent	information:	dietary	restrictions,	vaccinations,	surgeries

....................................................................................................................................................................................................

PHOTO	ON	OPPOSITE	PAGE	BY	MADDI	BAZZOCCO



	33	

....................................................................................................................................................................................................
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Not	all	doctors	will	want	to	review	this	during	your

initial	 appointment;	 they	might	 have	 a	 preferred

process	 for	 conducting	 the	 appointment.

However,	 if	 you	 received	 pre-appointment

paperwork,	 you	 could	 return	 the	 health	 resume

with	this	information	and	bring	a	copy	to	review	if

given	the	opportunity.

EMERGENCY	DEPARTMENT	PROTOCOL	LETTER

It	is	estimated	that	there	are	over	800,000	visits	to

the	 Emergency	 Department	 (ED)	 	 specifically	 for

migraine	 each	 year.	 The	 final	 document	 is

something	 to	 ask	 your	 headache	 specialist	 for	 in

advance	of	any	 travel:	a	 letter	advising	 treatment

should	you	need	to	seek	care	in	an	ED.	Most	of	us

try	to	avoid	visiting	our	local	ED,	and	the	last	thing
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It	is

estimated

that	there

are	over

800,000

visits	to	the

Emergency

Department

(ED)

specifically

for		Migraine

each	year.

we	 want	 to	 do	 is	 have	 to	 navigate	 one	 in	 a	 new	 city.	 In	 the	 event	 it	 is

unavoidable,	this	can	help	smooth	the	process	a	little.	

After	all,	a	recent	study	found	only	one-third	of	people	who	went	to	the	ED

with	 a	migraine	 attack	 received	what	was	 considered	 an	 “effective”	 acute

treatment.	

Some	 ED	 physicians	 will	 have	 their	 own	 protocol,	 and	 may	 not	 want	 to

follow	 the	 treatment	 outlined	 in	 a	 letter	 from	 your	 current	 headache

specialist.	 However,	 having	 a	 letter	 might	 improve	 the	 odds	 they	 take	 it

under	advisement.	 Ideally,	 the	 letter	 from	your	headache	specialist	would

state:

				

•	Your	specific	migraine	diagnosis

•	What	preventive	and	acute	 treatments	 (i.e.,	medications,	devices,	etc.)

you	are	currently	taking

•	 What	 ED	 rescue	 treatments	 have	 worked	 before	 (i.e.,	 injections,

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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parse	 the	 information	 out	 into	 documents	 similar	 to	 the	 Medical	 Alert	 or

Health	 Resume.	One	 such	 app	 is	 called	Backpack	 Health.	 In	 full	 disclosure,	 I

have	a	friend	who	works	for	Backpack	Health	and	knowing	my	health	history,

she	 suggested	 Backpack	 Health	 as	 a	 resource.	 My	 Chronic	 Brain	 has	 no

affiliation	with	Backpack	Health,	however.

Backpack	 Health	 can	 be	 accessed	 on	 your	 computer	 or	 by	 downloading	 the

app	to	your	mobile	device.	 It	 is	entirely	free	to	 individuals	and	their	families.

Once	you	set	up	an	account,	you	can	input	your	health	information:	diagnosis,

treatments,	 tests,	 surgeries,	 and	 more.	 There	 is	 space	 to	 upload	 other

records,	too:	files,	videos,	photos,	etc.	The	newest	update	of	Backpack	Health

also	 allows	 you	 to	 create	 a	 data	 connection	 with	 your	 patient	 portal,

seamlessly	brining	your	medical	record	data	into	your	Backpack	Health	profile,

updating	as	your	medical	record	changes.	Backpack	Health	also	allows	you	to

add	access	so	 that	a	caregiver	can	manage	your	profile	 if	 you	need	help,	as

well	as	create	as	many	dependent	profiles	as	you	need,	to	track	the	health	of

your	loved	ones.

....................................................................................................................................................................................................

infusions)

•	What	 ED	 rescue	 treatments	do	not	work

or	 cause	 side	 effects	 (and	 should	 be

avoided)

The	 letter	 should	 also	 offer	 your	 doctor’s

contact	 information	 if	questions	arise	during

office	hours	and	what	to	do	after	hours.

AN	APP	THAT	STEAMLINES	IT	ALL

If	 you	 prefer	 to	 keep	 your	 information

updated	electronically,	you	could	consider	an

app	that	organizes	all	 the	health	 information

we	 have	 been	 discussing	 in	 one	 place.	 The

benefit	is	that	they	often	allow	you	to	quickly
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PHOTOS	BY	BACKPACK	HEALTH
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Once	 your	 information	 is	 uploaded,	 it	 can	 be

partitioned	 into	 what	 they	 call	 Share	 Cards.	 These

organize	 your	 information	 into	 different	 cards	 for

different	 purposes,	 and	 can	be	 instantly	 translated

into	 the	 six	 different	 languages	 Backpack	 Health

currently	 offers	 (English,	 Spanish,	 French,	 German,

Portuguese	 and	 Italian).	 One	 can	 contain	 all	 your

travel	 and	 emergency	 information.	 Another	 can
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Beth	has	Chronic	Migraine	and	lives	in	Vermont	with	her	furry
cat,	Sophie.	She	has	a	background	in	education	program
evaluation	and	spends	her	days	advocating	for	Migraine
research	and	awareness,	baking,	and	listening	to	audio	books.

CONNECT	WITH	BETH
Twitter:	@Beth_Morton
Blog:	TheCounterfactualBrain.wordpress.comBETH	MORTON,	PhD

contain	 all	 your	 new	 patient

information.	You	set	who	has	access

to	 each	 card,	 sharing	 important

information	 with	 a	 unique	 URL	 and

access	code,	accessible	by	those	you

share	 it	 with	 on	 their	 own	 device.	 If

you	 update	 your	 information

elsewhere,	 it	 is	updated	in	the	Share

Cards	automatically.

There	are	likely	other	apps	out	there

like	Backpack	Health	so	we	encourage

you	to	explore.
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BETHANY

NOËL	MURRAY
INTERVIEW	BY	JUDITH	KLAUSNER

ARTWORK	BY	BETHANY	NOËL	MURRAY

Bethany	Noël	Murray

Onabotulinum	Toxin	A,	2015

Arcrylic	on	black	gessoed	canvas	48inx48in
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workings	of	an	artist.	

Introduce	yourself!	What’s	your	name?

Bethany	Noel	Murray

Please	tell	us	about	the	kind(s)	of	art	that	you	do:

I	create	paintings	of	migraines	and	nature.	Think	Alice	in	Wonderland	meets

Narnia.	My	paintings	are	large,	48”	x	48”,	acrylic	on	black	gessoed	canvas.

	

How	 long	 have	 you	 suffered	 from	 chronic	migraine?	 (Or,	 if	 you	 don’t

currently,	at	what	point	in	your	life	did	you	have	them?)

I	 have	 had	 Chronic	 Migraine	 for	 over	 twenty	 years.	 I	 remember	 having

terrible	 headaches	 in	 fifth	 grade	 and	 did	 not	 understand	 what	 was

happening.	 I	 went	 to	many	 doctors,	 had	 a	 plethora	 of	 tests	 -	 MRIs,	 EKGs,

heart	 tests,	 blood	 tests	 -	 you	 name	 it.	 It	 was	 in	 my	 early	 20s	 when	 a

neurologist	finally	matched	all	the	symptoms	with	Chronic	Migraine.	My	daily

headache	was	low,	but	I	had	ocular	aura,	horrific	and	week-long	dizzy	spells,

vertigo,	nausea,	and	gastrointestinal	symptoms.	

How	 does	 chronic	 migraine	 affect	 your	 work	 (practice,	 content	 or

both)?

My	paintings	are	 influenced	by	 the	disease	 that	has	haunted	me	my	entire

life.	I	manage	a	plethora	of	symptoms	including	vertigo,	nausea,	ocular	aura,

dizzy	spells,	and	other	unpleasant	side	effects	on	a	daily	basis.	Sometimes	I

have	lost	weeks	of	my	life	due	to	the	attacks,	a	miniature	death	where	all	my

senses	go	dark	or	only	feedback	pain.	Painting	has	been	a	refuge.	 It	serves
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elcome	to	Artist	Spotlight!	(It	is	not	as	glare-y	as	it	sounds,

we	promise.)	Each	issue	we	dive	into	the	work	of	an	artist

who	 has	 experience	 with	 Chronic	 Migraine.	 This	 feature

will	 explore	 different	 paths	 to	 creativity	 and	 the	ways	 in

which	 a	 chronic	 pain	 condition	 can	 affect	 the	 work	 and
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as	proof	of	what	 I	go	 through	when	 I	gaslight	myself	after	an	attack.	 I	paint

the	 stunning,	 mind-bending,	 visuals	 I	 have	 as	 a	 side	 effect	 of	 my	 disease,

including	 the	 psychedelic	 microscopia	 and	 macroscopia	 effects,	 the

fragmentation	of	perspective,	 the	heightening	of	color,	 light,	and	data.	 I	 can

create	work	that	is	unsettling	but	beautiful,	aiming	to	give	back	beauty,	light,

and	victory	over	a	chronic	illness	that	wants	me	to	have	pain	and	despair.	

These	 migraine	 attacks	 have	 informed	 my	 perception.	 One	 of	 my	 daily

symptoms	is	an	ocular	aura.	I	see	lights,	colors,	airplane	chemical	trail	effects,

black	 holes,	 and	 other	 unsettling	 but	 beautiful	 neurological	 artifacts

superimposed	in	my	vision.	In	the	management	of	my	condition	I’ve	made	the

choice	to	see	the	good,	weird,	and	beautiful,	and	I	hope	my	paintings	help	my

viewers	find	bits	of	unexpected	joy	in	the	natural	world.

....................................................................................................................................................................................................

Forests	are	my	refuge.	In	the	city,	the	amount	of

light	 and	 color	 and	 data	 I’m	 taking	 in	 is

overwhelming,	 but	 in	 the	 woods,	 the	 same

symptoms	 turn	 an	 average	 hike	 into	 an

exploration	 of	 Narnia.	 I’m	 highly	 sensitive	 to

light,	 sound,	and	smell,	 so	 the	 tree	canopy,	 the

flickering	 light	 through	 branches,	 the

camouflaged	 patterning	 of	 leaves	 and	 brush

break	 into	 and	 apart	 from	 each	 other	 in

incredible,	 Alice-in-Wonderland	 type	 glory.	 I

mirror	 this	 experience	 in	my	 work	 -	 obsessive,

detailed,	 and	 overwhelmed	 by	 color.	 In	 my

paintings	 primed	 with	 black	 gesso,	 I	 use	 the

black	 of	 the	 canvas	 to	 be	 the	 darkness	 and

shadow	and	add	the	light	and	form	in	a	swirling,

patterning	 effect	 that	mimics	 the	 aura	 I	 see	 all

the	time.	I	hope	by	seeing	my	work	I	can	give	my

viewers	a	key	to	see	the	beauty	all	around	us.

Painting	has	been

a	refuge.	It	serves	a

proof	of	what	I	go

through	when	I

gaslight	myself

aSter	an	aTack.	I

paint	the	stunning,

mind-bending

visuals	I	have	as	a

side	effect	of	my

disease.
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Bethany	Noël	Murray
Hallelujah,	2017

Arcrylic	on	black	gessoed	canvas	48inx48in
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Have	 you	 always

wanted	 to	 be	 an

artist?	 What	 was

your	 path	 to

becoming	one?

I	 have	 been	 an	 artist

since	I	can	remember.

I	 remember	 studying

how	 to	 convert

something	 my	 mind

knew	 was	 three

dimensional	 into

something	 two

dimensional	on	paper.

I	 remember	 the	 joy

when	my	trees	started

looking	 like	 trees.

However,	 I	 originally

was	on	the	path	to	be

a	doctor.	Even	 in	high

school,	 I	 was	 doing

b i o m e d i c a l

engineering	classes	at
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Bethany	Noël	Murray
Camouflage,	2017

Arcrylic	on	black	gessoed	canvas,	48inx48in

Artwork	Opposite	Page
Bethany	Noël	Murray
Galcanseumab,	2018

Arcrylic	on	black	gessoed	canvas,	48inx48in

Boston	University	while	oscillating	with	AP	Art	courses	and	summers	studying

painting.	I	won	awards,	even	sold	my	first	painting	while	I	was	in	High	School,

but	it	was	always	supposed	to	be	the	color	that	would	make	my	college	and

later	my	med	school	applications	look	well	rounded.	However,	I	started	selling

more	 paintings,	 and	 even	 after	 attending	 Reed	 College	 and	 studying	 Bio-

Chemistry,	I	received	a	full	ride	to	study	painting	at	RISD.	It	felt	like	permission

to	do	what	I	loved.	After	graduating,	I	pursued	work	that	would	enable	me	to

develop	a	studio	practice	with	the	goal	of	eventually	being	a	full-time	painter.
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What	 do	 you	 find	most	 challenging	 and	most	 fulfilling	 about	 being	 an

artist?

I	love	painting.	It	truly	feels	satisfying.	Creating	color,	mixing	paint,	designing	a

composition	are	delicious	and	addictive	problems.	The	leveling	up	process	of

getting	 ‘good	enough’	that	the	ideas	 in	my	head	actually	come	out	as	I	want

them	to	on	 the	canvas	has	been	a	 rare	pleasure.	However,	 there	 is	nothing

like	 someone	 looking	 at	 my	 painting,	 and	 describing	 their	 emotional

connection.	It	feels	like	being	seen;	It	feels	like	I	can	see.

JUDITH	KLAUSNER

Judith	is	a	Chronic	Migraine	patient	and	professional	artist.
She	loves	small,	intricate,	and	overlooked	things.	She's	the
author	of	Noah	the	Narwhal:	A	Tale	of	Ups	and	Downs,	and
she	enjoys	playing	with	her	food,	both	recreationally	and
professionally.	

Are	you	an	artist?	Would	you	be	interested	in	being	considered	for	a	future

Spotlight?	Please	contact	us	at	editor@mychronicbrain.com	"ATTN:	Judith

Klausner"	with	a	little	about	yourself	and	a	link	to	your	work.

BETHANY	NOEL	MURRAY	is	a	professional	artist	and	painter	based	in

Boston,	Massachusetts,	USA.	She	graduated	with	her	Bachelor	of	Fine

Arts	in	Painting	in	2011.	Since	then,	she	has	been	painting,	hanging	out

with	her	dog	Sargent,	reading,	hiking,	cooking,	and	enjoying	life.	In	her

other	life,	she	manages	an	IT	service	team	at	Harvard	University.	

CONNECT	WITH	BETHANY
Twitter:	@BethanyNoelArt
Instagram:	@BethanyNoelArt
Website:	BethanyNoelArt.com

CONNECT	WITH	JUDITH
Twitter:	@Noah_theNarwhal
Instagram:	@jgklausnerart
Website:	jgklausner.com

mailto:mychronicbrain@gmail.com
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Bethany	Noël	Murray
Northern	Kingdom,	2017

Arcrylic	on	black	gessoed	canvas	48inx48in
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THE	5	REASONS

WINE	COULD	BE

TRIGGERING	YOUR

MIGRAINE	ATTACK
WRITTEN	BY	ALICIA	WOLF
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handout	 of	 things	 you

should	 avoid	 when	 you

have	Migraine,	 but	 do	 we

ever	 really	 understand

why?	 I	 certainly	 did	 not

until	 I	 took	 a	 biodynamic

wine	tour	for	my	birthday.	

I	 have	 always	 been	 very

passionate	 about	 wine,

but	 being	 diagnosed	 with

Chronic	 Vestibular

Migraine	 a	 few	 years	 ago

really	 cramped	 my	 style.
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At	 first	 I	 gave	 up	 all	 wines,	 but	 later	 introduced	 certain	 white	 wines	 with

success.	 Reds	 always	 seemed	 to	 present	 an	 issue	 for	 me,	 particularly

Cabernet	Sauvignons.	 In	 fact,	 I	avoided	 them	for	years	until	 learning	a	 little

more	about	the	wine	and	migraine	connection.	Because	of	this,	I	finally	had

the	 courage	 to	 test	 them	 out	 on	 a	 birthday	 celebration	 where	 I	 toured

sustainable	wineries.	

Before,	I	was	quick	to	blame	sulfite	content,	as	most	people	do.	I	have	even

been	guilty	of	saying	I	tolerate	European	wines	much	better,	because	they	do

not	use	sulfites	in	their	wine.	The	hard	truth	is	that	sulfites	are	necessary	to

stabilize	wine	and	without	them,	it	goes	bad	very	quickly.	Because	sulfites	are

naturally	occurring	as	wine	ferments,	sulfite-free	wine	does	not	exist.	In	1987,

the	 FDA	 required	 all	 domestic	 wines	 that	 contained	more	 than	 10	 ppm	 of

sulfites	to	add	“contains	sulfites”	to	the	label.	This	means	that	wines	with	less
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than	10	ppm	do	not	have	to	add

it	 to	 the	 label,	 yet	 still	 contain	 a

small	 amount	 of	 naturally

occurring	sulfites.

	

Some	 winemakers	 have	 caught

on	 to	 this	 “no	 sulfite”	 craze,

capitalizing	on	this	wine	myth	by

advertising	 no	 sulfites	 added

wine	 or	 NSA.	 However,	 because

sulfites	are	necessary	to	stabilize

good	wine,	NSA	wines	often	 lack

a	 good	 balance	 and	 can	 spoil

very	 easily.	 In	 my	 opinion,	 this

basically	 ruins	 all	 the	 fun	 of

buying	a	nice	bottle	to	save	for	a

AAAAAAAAAAAAAAAAAAAAAAAA
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special	 occasion.	 Good	wines	 are	meant	 to	 be	 aged	 for	 a	 certain	 period	 of

time	to	achieve	their	full	potential	of	flavor	and	balance.	

When	I	dug	a	little	bit	deeper,	I	found	out	that	very	few	people	actually	have	a

sulfite	sensitivity.	In	fact,	it	is	less	than	1%	of	the	population.	Did	you	know	a

single	piece	of	dried	apricot	can	contain	a	higher	amount	of	sulfites	than	an

entire	bottle	of	wine?	And	to	add	onto	that,	red	wine	naturally	contains	fewer

sulfites	than	white.	So	why	does	white	work	so	well	for	me	but	not	red	wine?	

It	 turns	 out	 there	 are	 a	 number	 of	 things	 we	 can	 be	 sensitive	 to	 beyond

sulfites.	 I	 have	 consulted	with	 a	 few	 sustainable	winemakers,	 as	well	 as	Dr.

David	 Meadows,	 the	 founder	 of	 PureWine™,	 to	 present	 you	 with	 the	most

common	reasons	that	wine	could	be	triggering	a	migraine	attack.

1.	SULFITES	

Okay,	 I	 know	 I	 just	went	 through	my	whole	 spiel	 about	 sulfites	being	a	 low

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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trigger,	but	they	can	still	be	a	trigger	for	a	few.	If	you	find

you	are	 incredibly	sensitive	 to	sweet	wines,	 like	Moscato

or	 champagne,	 this	 could	 be	 your	 issue.	 These	 types	 of

wines	 can	 have	 up	 to	 250	 ppm	 of	 sulfites,	 while	 typical

whites	 contain	 75-150	 ppm.	 Reds	 contain	 roughly	 10-40

ppm,	 significantly	 less	 than	 white.	 This	 is	 due	 to	 the

greater	 amount	 of	 antioxidants	 they	 contain	 that	 assist

with	 their	 preservation.	 Some	 winemakers,	 like	 Happy

Canyon,	add	a	little	bit	of	CO2	to	their	wines	to	help	with

the	 stabilization,	 and	 to	decrease	 the	amount	of	 sulfites

added.	 To	 resolve	 this	 issue,	 there	 are	 many	 sulfite-

removal	devices	on	the	market.	

2.	TANNINS

Tannin	is	a	naturally	occurring	polyphenol	that	is	found	in

many	 foods	 -	 particularly	 grapes,	 chocolate,

pomegranates,	 all	 types	 of	 berries,	 coffee,	 tea,	 and

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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When	I	dug	a

liTle	bit

deeper.	I

found	out

that	very	few

people

actually	have

a	sulfite

sensitivity.
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than	10	ppm	do	not	have	to	add

it	 to	 the	 label,	 yet	 still	 contain	 a

small	 amount	 of	 naturally

occurring	sulfites.

	

Some	 winemakers	 have	 caught

on	 to	 this	 “no	 sulfite”	 craze,

capitalizing	on	this	wine	myth	by

advertising	 no	 sulfites	 added

wine	 or	 NSA.	 However,	 because

sulfites	are	necessary	to	stabilize

good	wine,	NSA	wines	often	 lack

a	 good	 balance	 and	 can	 spoil

very	 easily.	 In	 my	 opinion,	 this

basically	 ruins	 all	 the	 fun	 of

buying	a	nice	bottle	to	save	for	a
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special	 occasion.	 Good	wines	 are	meant	 to	 be	 aged	 for	 a	 certain	 period	 of

time	to	achieve	their	full	potential	of	flavor	and	balance.	

When	I	dug	a	little	bit	deeper,	I	found	out	that	very	few	people	actually	have	a

sulfite	sensitivity.	In	fact,	it	is	less	than	1%	of	the	population.	Did	you	know	a

single	piece	of	dried	apricot	can	contain	a	higher	amount	of	sulfites	than	an

entire	bottle	of	wine?	And	to	add	onto	that,	red	wine	naturally	contains	fewer

sulfites	than	white.	So	why	does	white	work	so	well	for	me	but	not	red	wine?	

It	 turns	 out	 there	 are	 a	 number	 of	 things	 we	 can	 be	 sensitive	 to	 beyond

sulfites.	 I	 have	 consulted	with	 a	 few	 sustainable	winemakers,	 as	well	 as	Dr.

David	 Meadows,	 the	 founder	 of	 PureWine™,	 to	 present	 you	 with	 the	most

common	reasons	that	wine	could	be	triggering	a	migraine	attack.

1.	SULFITES	

Okay,	 I	 know	 I	 just	went	 through	my	whole	 spiel	 about	 sulfites	being	a	 low
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trigger,	but	they	can	still	be	a	trigger	for	a	few.	If	you	find

you	are	 incredibly	sensitive	 to	sweet	wines,	 like	Moscato

or	 champagne,	 this	 could	 be	 your	 issue.	 These	 types	 of

wines	 can	 have	 up	 to	 250	 ppm	 of	 sulfites,	 while	 typical

whites	 contain	 75-150	 ppm.	 Reds	 contain	 roughly	 10-40

ppm,	 significantly	 less	 than	 white.	 This	 is	 due	 to	 the

greater	 amount	 of	 antioxidants	 they	 contain	 that	 assist

with	 their	 preservation.	 Some	 winemakers,	 like	 Happy

Canyon,	add	a	little	bit	of	CO2	to	their	wines	to	help	with

the	 stabilization,	 and	 to	decrease	 the	amount	of	 sulfites

added.	 To	 resolve	 this	 issue,	 there	 are	 many	 sulfite-

removal	devices	on	the	market.	

2.	TANNINS

Tannin	is	a	naturally	occurring	polyphenol	that	is	found	in

many	 foods	 -	 particularly	 grapes,	 chocolate,

pomegranates,	 all	 types	 of	 berries,	 coffee,	 tea,	 and
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apples.	 Tannins	 are	 more	 common	 in	 red	 wines,	 like

Cabernet	Sauvignon,	adding	a	bitterness	that	may	cause	you

to	 pucker	 a	 little	 bit	 or	 for	 your	mouth	 to	 feel	 dry.	 Tannins

should	not	be	avoided	just	because	you	have	Migraine.	They

are	 a	 natural	 antioxidant,	 which	 can	 provide	 great	 health

benefits.	 Certain	wines	may	 have	 a	 stronger	 tannin	 content

than	 others,	 so	 if	 you	 find	 yourself	 sensitive	 to	 them	 you

could	try	to	stick	with	white	wines.

3.	HISTAMINE

Ever	get	that	nasal	congestion	after	having	just	a	glass	or	two

of	 a	 certain	 wine?	 Your	 issue	 could	 be	 due	 to	 histamine

content,	particularly	if	you	love	red	wines.	Certain	foods	that

we	 are	 recommended	 to	 avoid	 on	 a	 Migraine	 diet	 are

histamine-rich,	 	 such	as	 aged	 cheese,	 fermented	 foods,	 and

processed	 or	 smoked	 meats.	 Red	 wine	 can	 have	 31	 times
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more	histamine	than	white	wines.	

This	actually	ended	up	being	a	big	reason	why	I

could	not	tolerate	red	wine	for	a	period	of	time.

What	 helped	 me?	 I	 tried	 TheWand™	 from

PureWine™,	 which	 is	 the	 only	 product	 on	 the

market	that	removes	both	biogenic	amines	and

sulfites	from	wine	when	stirred	for	8	minutes.

	

4.	ALCOHOL	

At	high	 levels,	alcohol	causes	 the	blood	vessels

to	widen,	also	known	as	a	vasodilator.	We	know

that	 Migraine	 pain	 is	 also	 caused	 by

vasodilation.	 Caffeine	 is	 sometimes	 effective	 at

aborting	 Migraine,	 because	 of	 the

vasoconstrictive	 effects.	 It	 would	 make	 sense,
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therefore,	that	alcohol	would	be	an	issue.	

However,	a	Leiden	University	Migraine	Neuro-Analysis	(LUMINA)	study	surveyed

2,197	 participants	 on	 using	 alcoholic	 beverages,	 and	 only	 8.8%	 reported	 that

drinking	wine	consistently	led	to	an	attack.	Yet	77.8%	considered	red	wine	to	be

the	most	common	trigger.	This	study	may	point	to	the	fact	that	people	are	more

sensitive	 to	 one	 of	 the	 above	 triggers,	 and	 that	 each	 of	 us	 has	 a	 specific

threshold	for	alcohol	related	Migraine	attacks.	Limiting	your	consumption	and

staying	hydrated	could	help	with	this	trigger.	

5.	ADDITIVES	IN	WINE	

If	 you	 are	 used	 to	 going	 into	 a	 store	 and	 only	 spending	 $6-12	 on	 a	 bottle	 of

wine,	 chances	are	 that	wine	has	had	flavorings	added	 to	 it	 to	make	 it	 taste	a

certain	way.	Oaky	essences,	 fruity	flavors,	and	 liquid	 tannins	 can	be	added	 to

wine	 to	 create	 a	flavor	profile;	 this	 is	 essentially	manufacturing	 a	wine	 rather

than	 letting	 the	 grapes	 speak	 for	 themselves.	 Because	 there	 is	 no	 rule	 on
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apples.	 Tannins	 are	 more	 common	 in	 red	 wines,	 like

Cabernet	Sauvignon,	adding	a	bitterness	that	may	cause	you

to	 pucker	 a	 little	 bit	 or	 for	 your	mouth	 to	 feel	 dry.	 Tannins

should	not	be	avoided	just	because	you	have	Migraine.	They

are	 a	 natural	 antioxidant,	 which	 can	 provide	 great	 health

benefits.	 Certain	wines	may	 have	 a	 stronger	 tannin	 content

than	 others,	 so	 if	 you	 find	 yourself	 sensitive	 to	 them	 you

could	try	to	stick	with	white	wines.

3.	HISTAMINE

Ever	get	that	nasal	congestion	after	having	just	a	glass	or	two

of	 a	 certain	 wine?	 Your	 issue	 could	 be	 due	 to	 histamine

content,	particularly	if	you	love	red	wines.	Certain	foods	that

we	 are	 recommended	 to	 avoid	 on	 a	 Migraine	 diet	 are

histamine-rich,	 	 such	as	 aged	 cheese,	 fermented	 foods,	 and

processed	 or	 smoked	 meats.	 Red	 wine	 can	 have	 31	 times
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more	histamine	than	white	wines.	

This	actually	ended	up	being	a	big	reason	why	I

could	not	tolerate	red	wine	for	a	period	of	time.

What	 helped	 me?	 I	 tried	 TheWand™	 from

PureWine™,	 which	 is	 the	 only	 product	 on	 the

market	that	removes	both	biogenic	amines	and

sulfites	from	wine	when	stirred	for	8	minutes.

	

4.	ALCOHOL	

At	high	 levels,	alcohol	causes	 the	blood	vessels

to	widen,	also	known	as	a	vasodilator.	We	know

that	 Migraine	 pain	 is	 also	 caused	 by

vasodilation.	 Caffeine	 is	 sometimes	 effective	 at

aborting	 Migraine,	 because	 of	 the

vasoconstrictive	 effects.	 It	 would	 make	 sense,
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therefore,	that	alcohol	would	be	an	issue.	

However,	a	Leiden	University	Migraine	Neuro-Analysis	(LUMINA)	study	surveyed

2,197	 participants	 on	 using	 alcoholic	 beverages,	 and	 only	 8.8%	 reported	 that

drinking	wine	consistently	led	to	an	attack.	Yet	77.8%	considered	red	wine	to	be

the	most	common	trigger.	This	study	may	point	to	the	fact	that	people	are	more

sensitive	 to	 one	 of	 the	 above	 triggers,	 and	 that	 each	 of	 us	 has	 a	 specific

threshold	for	alcohol	related	Migraine	attacks.	Limiting	your	consumption	and

staying	hydrated	could	help	with	this	trigger.	

5.	ADDITIVES	IN	WINE	

If	 you	 are	 used	 to	 going	 into	 a	 store	 and	 only	 spending	 $6-12	 on	 a	 bottle	 of

wine,	 chances	are	 that	wine	has	had	flavorings	added	 to	 it	 to	make	 it	 taste	a

certain	way.	Oaky	essences,	 fruity	flavors,	and	 liquid	 tannins	 can	be	added	 to

wine	 to	 create	 a	flavor	profile;	 this	 is	 essentially	manufacturing	 a	wine	 rather

than	 letting	 the	 grapes	 speak	 for	 themselves.	 Because	 there	 is	 no	 rule	 on
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labeling	 wines	 like	 there	 is	 for	 food,	 it	 is	 up	 to	 the

consumer	 to	 research	 the	 bottles	 they	 are	 buying	 to

know	what	is	in	them.

There	 are	many	 winemakers	 out	 there	 that	 truly	 care

about	what	goes	 into	 their	wine,	and	 it	 starts	with	 the

farming.	Even	if	they	source	the	grapes,	they	are	buying

them	 from	 farms	 that	 use	 sustainable	 farming

practices.	They	will	monitor	their	grapes	to	see	what	 is

happening	 -	 is	 it	 too	 hot?	 Has	 there	 been	 too	 much

rain?	These	factors	will	influence	the	flavor	of	their	wine

more	than	a	package	of	fruit	flavoring.

However,	all	this	effort	can	only	mean	one	thing	-	the	price	can	get	expensive.

For	these	types	of	wines,	you	can	expect	to	spend	anywhere	from	$20	and	up.

Benzinger®	 is	one	of	 the	 leading	names	 in	biodynamic	winemaking	and	they

are	widely	 available.	 Bidoynamic	wines	 take	 organic	 wine	 one	 step	 further.

Not	only	do	they	not	use	synthetic	chemicals,	but	the	winemaker	does	not	do

typical	manipulations,	 like	yeast	additions	or	flavoring	adjustments.	Because

biodynamic	and	organic	certifications	can	be	expensive,	a	lot	of	small	wineries

use	the	process	without	the	official	 label.	A	few	of	my	personal	favorites	are

Dragonette	Cellars,	Liquid	Farm,	and	Spear	Winery.	Although	they	are	a	little

more	expensive,	 I	find	 I	 savor	 the	moments	where	we	can	share	 them	with

family,	 and	 I	 truly	 enjoy	 the	 flavor.	 As	 a	 safety	 net,	 I	 will	 bring	 a	 few	 of

TheWand™’s	with	me	just	to	eliminate	those	extra	sulfites	and	histamines.

There	are	many

winemakers

out	there	that

truly	care

about	what

goes	into	their

wine,	and	it

starts	with	the

farming.
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ALICIA	WOLF

Alicia	is	a	Vestibular	Migraine	patient	on	a	mission	to	offer
positivity,	hope,	and	encouragement	to	other	Migraine	sufferers.
She	develops	delicious	Migraine-friendly	recipes	that	are	easy	to
make	and	shares	her	work	and	experiences	online	at
TheDizzyCook.com,	MigraineAgain,	and	as	an	ambassador	for	the
Vestibular	Migraine	Disorder	Association.

CONNECT	WITH	ALICIA
Instagram	&	Facebook:	@thedizzycook
Website:	TheDizzyCook.com
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BEING	MORE	

THAN	A	PATIENT:

Caregiving	For	a

Family	with	Migraine
WRITTEN	BY	ERICA	NICOLE	CARRASCO

Classic	Migraine	with	Aura.	My	son,	Noah	(17),	is	relatively	new	to	this	disease

and	has	Classic	Migraine	with	Aura.	

In	 fact,	 there	 is	 a	 50%	 chance	 your	 child	will	 have	Migraine	 if	 you	 do.	 This

chance	 increases	 to	 75%	 if	 both	 you	 and	 their	 other	 parent	 have	Migraine

(Migraine	Research	Foundation).	Talk	about	the	genetic	lottery!

....................................................................................................................................................................................................

hen	I	talk	about	my	life	with	Migraine	I	always	try	to	mention

how	genetics	play	a	role	 in	my	family.	 It	 is	not	 just	me	living

with	 Migraine,	 my	 children	 also	 have	 this	 disease.	 Marissa

(18)	 has	 had	 Migraine	 since	 she	 was	 7	 years	 old.	 Her

Abdominal	Migraine	 transitioned	 to	Vestibular	Migraine	and

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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https://migraineresearchfoundation.org/about-migraine/migraine-in-kids-and-teens/
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	My	kids	do

not

remember

a	time

when	I	did

not	have

Chronic

Hemiplegic

Migraine.
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TAKING	CARE	OF	EACH	OTHER

It	has	been	a	different	life	for	us	over	the	years.	My	kids	do

not	 remember	 a	 time	 when	 I	 did	 not	 have	 Chronic

Hemiplegic	Migraine.	In	fact,	they	have	been	my	caregivers

when	 their	 dad	 was	 not	 home,	 even	 while	 still	 in	 early

elementary	school.	Sometimes,	it	has	been	pretty	scary	for

them.	I	know,	as	a	parent	of	a	Migraine	patient,	it	has	been

pretty	 scary	 for	 me,	 too.	 However,	 through	 the	 years	 we

became	 a	 team	 and	 we	 are	 good	 at	 taking	 care	 of	 each

other!	We	are	pros	and	when	one	of	us	witnesses	another

having	an	active	attack,	my	little	family	knows	what	to	do.
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When	two	of	us	are	down

with	an	attack	at	the	same

time	 and	 I	 am	 the	 only

parent	 around,	 it	 is	 so

difficult	 for	 me.	 My

Hemiplegic	 Migraine

attacks	 are	 complex.

Imagine	 disabling	 stroke-

like	 symptoms	 that	 can

happen	 multiple	 times	 a

day	along	with	seizure-like

symptoms,	 the	 inability	 to

speak	 coherently,	 inability

to	 use	 the	whole	 left	 side

of	 my	 body,	 and	 severe

head	pain.

....................................................................................................................................................................................................
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I	do	it	because	I	love

them	more	than

Migraine	can	hold	me

down.

When	I	have	to	care	for	Marissa	or	Noah	during	my	own	attack,	 it	 is	one	of	the

hardest	things	I	have	to	do.	I	struggle	through	it	and	I	try	to	be	the	best	mom	and

caregiver	 I	 can,	 but	 it	 is	 so	 agonizing	 sometimes.	 I	 do	not	 have	 the	 strength;	 I

have	to	pull	 it	 from	deep	within	myself	to	 just	get	up	to	give	her	medication	or

feed	him.	I	do	it	because	I	love	them	more	than	Migraine	can	hold	me	down.	All	I

can	do	is	have	everything	nearby	and	ready	for	both	of	us.	Cans	of	soup,	water

bottles,	electrolytes,	cold	packs,	and	the	list	goes	on.
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Erica	has	Chronic	Hemiplegic	Migraine,	and	other	Migraine	forms
and	comorbid	diseases.	She	lives	with	her	husband,	Stephen,	and
their	teenagers,	Marissa	and	Noah,	in	North	Carolina.	She	is	a
strong	advocate	for	Migraine	awareness	and	research,	partnering
with	organizations	such	as	The	American	Migraine	Foundation	and
Shades	for	Migraine.	She	also	writes	and	designs	items	to	support
Migraine	patients	in	telling	their	stories.	

LEAVING	THE	NEST

It	 is	not	as	hard	as	it	used

to	be,	 though.	Both	of	my

children	are	old	enough	to

do	 things	 themselves,

though	 the	 mom	 in	 me

still	 gets	 up	 to	make	 sure

they	are	still	breathing	and

to	 make	 them	 take	 their

medications.	All	the	things

we	 do	 as	 parents	 when

our	kids	are	sick.

....................................................................................................................................................................................................

I	 have	 also	 made	 sure	 to	 teach	 my	 children	 the	 difference	 between	 a

headache	 and	 a	migraine	 attack.	 This	 difference	 is	 so	 important,	 especially

when	 talking	 with	 health	 care	 professionals	 who	 are	 not	 Headache	 and

Migraine	Specialists.	Our	daughter	left	home	for	college	this	summer	and	she

will	 be	 her	 own	 advocate	 since	 I	 will	 no	 longer	 be	 by	 her	 side	 at

appointments.	 I	 struggle	 with	 worry	 that	 she	 will	 be	 treated	 as	 I	 have	 by

doctors	in	the	past.	

My	hope	as	a	mom	is	that	I	have	instilled	in	them	that	information	is	key	and

educating	themselves	beyond	what	they	learn	in	those	fifteen	minutes	at	the

doctor’s	 office	 will	 empower	 them	 to	 become	 powerful	 advocates	 for

themselves	and	their	future	children.

PHOTO	BY	ERICA	NICOLE	CARRASCO

Left	to	Right:	Stephen,	Marissa	(18),	Noah	(17),	Erica

CONNECT	WITH	ERICA
Twitter:	@AchySmileBlog
Instagram/Facebook:	@AchySmileBlog	&	@AchySmileShop
Websites:	AchySmile.com	&	AchySmile.shop

ERICA	NICOLE
CARRASCO
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SPOTLIGHT	ON:

The	Danielle	Byron

Henry	Foundation
WRITTEN	BY	JENN	HEATER

he	 Danielle	 Byron	 Henry	 Migraine	 Foundation	 was	 established	 in

2016	 by	 Dan	 Henry,	 M.D.,	 his	 wife,	 Diane,	 and	 their	 daughter,

Elizabeth,	in	honor	of	their	daughter	and	sister,	Danielle.	Danielle

battled	Chronic	Migraine	Disease	for	eight	years	until	her	death	in

1999	at	age	17.

....................................................................................................................................................................................................

T

PHOTO	BY	JAKOB	OWENS

Danielle	was	a	bright,	happy,	energetic	child	with	a	wonderful	sense	of	humor

and	 a	 darling	 smile.	 Danielle	 loved	 her	 family,	 friends,	 and	 pet	 Labrador

Retrievers	and	tree	frogs.	Danielle	was	an	avid	Utah	Jazz	fan,	and	also	enjoyed

billiards,	basketball	card	collecting,	trading	stocks,	and	bird	hunting	with	her

father	and	cousin.
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	Danielle

was	a

bright,

happy,

energetic

child...
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Danielle’s	 Migraine	 Disease	 began	 at	 the	 age	 of	 8	 with

cyclical	 abdominal	 migraine.	 The	 disease	 progressed

rapidly,	 and	 she	 was	 diagnosed	 with	 severe	 Chronic

Migraine	 Disease	 at	 11.	 Danielle	 was	 very	 intelligent,

excelling	 in	 grade	 school	 despite	 frequent	 absences.

Danielle	was	also	a	superb	athlete,		lettering	in	three	sports

in	high	school	-	basketball,	varsity	tennis	and	softball.

At	the	end	of	her	sophomore	year	in	high	school,	she	had	a

stroke	which	 left	her	with	 severe	ptosis	 in	one	eye,	which

required	 surgery.	 By	 her	 junior	 and	 senior	 years	 in	 high

school,	Danielle	was	missing	significant	amounts	of	school,

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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and	it	was	starting	to	adversely	affect	her	grades.

Danielle’s	parents	tried	every	medical	option	there	was	at	the	time.	Danielle	was

under	the	care	of	multiple	neurologists,	a	pain	physician,	a	biofeedback	specialist,

psychologist	 and	 an	 acupuncturist.	 Dr.	 Henry,	 a	 family	 practitioner,	 consulted

doctors	 nationwide,	 even	 traveling	 to	 California	 to	 try	 Botox®,	 which	 was

experimental	at	the	time.	

The	 family	 was	 devastated	 when	 Danielle	 ended	 her	 courageous	 battle	 with

Migraine	 on	 March	 24,	 1999.	 For	 the	 next	 15	 years,	 Dr.	 Henry	 gradually

transitioned	 his	 family	 practice	 to	 complicated	 headache	 and	migraine	 disease,

particularly	in	young	adults	and	children.	In	2016,	Dr.	Henry,	Diane,	and	Elizabeth

decided	 that	 Danielle	 was	 meant	 to	 send	 us	 on	 a	 path	 to	 Shine	 Her	 Light	 on

Migraine	Disease.

....................................................................................................................................................................................................
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The	mission	of	The	Danielle

Byron	 Henry	 Migraine

Foundation	 is	 to	 raise

awareness	 and	 provide

support	 and	 access	 to

treatment	 for	 those	 living

with	 migraine	 disease,

especially	 young	 adults

and	 children.	 In	 2017,	 the

AAAAAAAAAAAAAAAAAAA
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The	Foundation's	next

goal	is	to	facilitate	the

education	and

training	of	physicians

to	recognize	the

symptoms	of	Migraine

and	begin	treatment

to	help	prevent	the

progression	of	the

disease.

Foundation	partnered	with	 the	University	of	Utah	 to	provide	Headache	School,

which	offers	 free,	monthly	educational	 lectures	and	 therapeutic	 yoga	 sessions.

Past	 didactic	 sessions	 are	 available	 on	 YouTube,	 extending	 the	 reach	 of	 this

innovative	local	program.

	

The	 Foundation’s	 next	 goal	 is	 to	 facilitate	 the	 education	 and	 training	 of

physicians	to	recognize	the	symptoms	of	Migraine	and	begin	treatment	to	help

prevent	 progression	 of	 the	 disease.	 The	 Association	 of	 Migraine	 Disorders	 has

created	 an	 online	 Continuing	Medical	 Education	 Training	 Program	 for	 primary

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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care	 providers,	 and	 the	 Foundation	 has	 co-sponsored	 the	 distribution	 and

promotion	 of	 this	 program	 nationwide.	 This	 program	 will	 enable	 a	 wide

range	of	medical	professionals	 to	diagnose	and	 treat	migraine	disease.	The

Foundation	 is	 also	 partnering	 with	 The	 Migraine	 Research	 Foundation	 to

support	 the	 2017	 Impact	 Award,	 funding	 research	 in	 new	 daily	 persistent

headache	in	children.	

To	learn	more	about	Danielle	and	her	family’s	mission	to	Shine	Her	Light,	visit

DanielleFoundation.org

PHOTO	BY	MIRA	KEMPPAINEN

Elizabeth	Henry	Weyher,	Director	of	Communications

Are	you	struggling	with	thoughts	of	self	harm	or	suicide?	There	is	hope.	And	there	is
help.	Please	contact	your	doctor	or	someone	you	trust.	Here	are	other	resources:	
To	Write	Love	on	Her	Arms:	twloha.com

Suicide	Prevention	Hotline:	+1	800-273-8255

Crisis	Text	Lines:

US:	Text	"CONNECT"	to	741-741

Canada:	Text	"HOME"	to	686-868

UK:	Text	"SHOUT"	to	85258
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MY	STORY	WITH

MIGRAINE
WRITTEN	BY	JOEY	INGRASSIA
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Migraine.	However,	 I	 have

never	 had	 a	 migraine	 in

my	life.	It	is	my	older	sister

who	 suffers	 from	 chronic

migraines.	 It	 all	 stems

from	 a	 car	 accident	 on	 a

rainy	night	 that	happened

when	 she	 was	 in	 college.

Oddly,	 that	 is	 not	 when

the	 migraines	 started.

Seemingly	 unharmed,	 she

continued	 with	 her	 life.	 A

linguist	 by	 trade,	 she

AAAAAAAAAAAAAAAAAAA
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became	 an	 English	 as	 a	 Second	 Language	 teacher.	 Slowly,	 a	 series	 of

seemingly	unconnected	medical	events	came.	 It	started	when,	one	day,	she

collapsed	to	the	ground	in	pain.	That	pain	came	intermittently,	usually	about

6	months	apart.	The	doctors	concluded	that	it	was	from	the	accident.

	

I	moved	out	of	the	house,	went	to	college,	and	got	married.	About	a	year	into

my	marriage,	I	got	a	call	from	my	father.	He	told	me	that	my	sister	had	been

hospitalized.	She	had	collapsed	again,	but	this	time,	she	did	not	get	better.	

We	came	back	to	town.	She	had	been	discharged,	but	she	was	not	any	better.

In	 her	 mid-20’s,	 she	 was	 walking	 with	 a	 walker.	 She	 wore	 oversized

sunglasses	 indoors,	 always	had	noise-cancelling	headphones	on,	 spent	 20+

hours	in	her	room	with	the	lights	off	and	the	curtains	drawn,	lost	the	ability
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y	 name	 is

Joey,	 and	 I

have	 been

d e e p l y

affected	 by

C h r o n i c
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to	 read,	 and	 could	 no	 longer

drive	a	car.	 In	those	early	days,	 I

felt	 she	 was	 a	 shell	 of	 who	 she

once	 was,	 a	 waking	 coma

patient.	 I	 spent	 every	 ounce	 of

energy	searching	desperately	for

a	 sign	 of	 recovery,	 a	 shred	 of

hope.	I	found	none.

I	watched	as	everything	she	had,

all	the	good	she	had	done,	all	the

friendships	she	cultivated,	began

to	 fade.	 Everything	 was	 stolen

from	 her.	 I	 knew	 that	 once	 she

gave	 up,	 that	would	 be	 the	 true

end	for	her.	At	that	point,	I	would

AAAAAAAAAAAAAAAAAAAAAAAA
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lose	her,	and	nothing	would	bring	her	back.	 I	 tried	playing	 the	optimist	 for

her.	“Things	will	get	better,”	“It	could	be	worse,”	“This	will	be	over	soon.”	With

every	platitude	I	said,	I	believed	in	it	less	and	less.	

This	went	on	for	years.	 I	kept	watching	for	 that	 last	glimmer	of	hope	to	be

snuffed	out	in	her	eyes.	I	had	lost	myself	in	a	self-focused	spiral	of	pain	and

frustration,	desiring	nothing	more	 than	my	 relationship	with	her	 to	be	put

back	 to	how	 it	was.	 I	was	 completely	unwilling	 to	allow	our	 relationship	 to

change.	Here,	I	made	a	major	mistake,	one	that	caused	me	years	of	turmoil.	I

kept	everything	to	myself.

After	 my	 wife	 and	 I	 had	 moved	 to	 a	 new	 city,	 we	 met	 a	 woman	 who

informally	adopted	us	into	her	family.	There	was	one	day	where	my	sister’s

condition	had	 taken	a	bad	 turn	and	 she	was	hospitalized	again.	Unable	 to

visit	 her,	 my	 heart	 lead	 us	 to	 our	 surrogate	 mother’s	 home	 at	 midnight.

Despite	the	major	inconvenience	we	created	by	showing	up	so	unreasonably

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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late,	she	invited	us	into	her	home	for	tea.	

I	told	her	about	what	was	happening	with	my	sister.	The

iron	 wall	 used	 to	 keep	 everyone	 out	 crumbled.	 For	 the

first	 time,	 I	 told	 someone	 else	 everything.	 Everything	 I

could	 not	 accept,	 every	 sleepless	 night,	 every	 despaired

thought.	For	the	first	time,	I	was	no	longer	fighting	alone.

The	relief	I	felt	literally	caused	me	to	collapse	to	the	floor.

She	sat	with	us	for	a	few	hours,	encouraging	us,	praying

with	 us,	 and	 helping	 piece	 back	 together	 my	 broken

heart.	

During	my	own	crisis,	my	sister	kept	fighting.	She	kept	the

hope	 in	her	heart	alive.	She	would	spend	every	possible

second	 she	 could	 out	 of	 her	 shell.	 Then,	 she	 began

connecting	 with	 an	 unseen	 community	 of	 similarly

afflicted	people.	This	community	began	to	raise	her	back

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA
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The	iron	wall

used	to	keep

everyone	out

crumbled.

For	the	first

time,	I	told

someone	else

everything.
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to	 read,	 and	 could	 no	 longer

drive	a	car.	 In	those	early	days,	 I

felt	 she	 was	 a	 shell	 of	 who	 she

once	 was,	 a	 waking	 coma

patient.	 I	 spent	 every	 ounce	 of

energy	searching	desperately	for

a	 sign	 of	 recovery,	 a	 shred	 of

hope.	I	found	none.

I	watched	as	everything	she	had,

all	the	good	she	had	done,	all	the

friendships	she	cultivated,	began

to	 fade.	 Everything	 was	 stolen

from	 her.	 I	 knew	 that	 once	 she

gave	 up,	 that	would	 be	 the	 true

end	for	her.	At	that	point,	I	would
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lose	her,	and	nothing	would	bring	her	back.	 I	 tried	playing	 the	optimist	 for

her.	“Things	will	get	better,”	“It	could	be	worse,”	“This	will	be	over	soon.”	With

every	platitude	I	said,	I	believed	in	it	less	and	less.	

This	went	on	for	years.	 I	kept	watching	for	 that	 last	glimmer	of	hope	to	be

snuffed	out	in	her	eyes.	I	had	lost	myself	in	a	self-focused	spiral	of	pain	and

frustration,	desiring	nothing	more	 than	my	 relationship	with	her	 to	be	put

back	 to	how	 it	was.	 I	was	 completely	unwilling	 to	allow	our	 relationship	 to

change.	Here,	I	made	a	major	mistake,	one	that	caused	me	years	of	turmoil.	I

kept	everything	to	myself.

After	 my	 wife	 and	 I	 had	 moved	 to	 a	 new	 city,	 we	 met	 a	 woman	 who

informally	adopted	us	into	her	family.	There	was	one	day	where	my	sister’s

condition	had	 taken	a	bad	 turn	and	 she	was	hospitalized	again.	Unable	 to

visit	 her,	 my	 heart	 lead	 us	 to	 our	 surrogate	 mother’s	 home	 at	 midnight.

Despite	the	major	inconvenience	we	created	by	showing	up	so	unreasonably
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late,	she	invited	us	into	her	home	for	tea.	

I	told	her	about	what	was	happening	with	my	sister.	The

iron	 wall	 used	 to	 keep	 everyone	 out	 crumbled.	 For	 the

first	 time,	 I	 told	 someone	 else	 everything.	 Everything	 I

could	 not	 accept,	 every	 sleepless	 night,	 every	 despaired

thought.	For	the	first	time,	I	was	no	longer	fighting	alone.

The	relief	I	felt	literally	caused	me	to	collapse	to	the	floor.

She	sat	with	us	for	a	few	hours,	encouraging	us,	praying

with	 us,	 and	 helping	 piece	 back	 together	 my	 broken

heart.	

During	my	own	crisis,	my	sister	kept	fighting.	She	kept	the

hope	 in	her	heart	alive.	She	would	spend	every	possible

second	 she	 could	 out	 of	 her	 shell.	 Then,	 she	 began

connecting	 with	 an	 unseen	 community	 of	 similarly

afflicted	people.	This	community	began	to	raise	her	back
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Through	years	of	hard	work,	a	fleet	of	doctors,	an	unreasonably	 supportive

mother,	an	encouraging	community,	and	the	shear	grace	of	God,	she	started

to	 regain	 pieces	 of	 her	 shattered	 life.	 She	 began	 driving	 again,	 she	 started

reading	 again,	 she	 moved	 from	 a	 walker	 to	 a	 cane	 to	 walking	 unaided.

Recovery.	 She	 began	 to	 sincerely	 smile	 again,	 a	 smile	 that	 transparently

welled	from	her	heart.	

She	 is	not	as	 she	was	before	 the	migraines,	and	she	may	never	be.	We	are

now	 closer	 than	we	have	 ever	 been.	 Recovery	 looks	 different	 for	 everyone.

My	 recovery	 came	by	 letting	others	 into	my	pain.	 In	 the	 same	way	 that	my

sister	 is	not	alone	 in	her	fight,	neither	are	 the	ones	who	 love	 those	 in	pain.

Take	it	from	me.

JOEY	INGRASSIA	

Joey	is	a	graduate	of	North	Carolina	State	University	and	works	as
a	communications	professional	specializing	in	crisis	management.
Since	his	eldest	sister	developed	Chronic	Migraine,	he	has	become
an	advocate	for	Migraine	education	and	research,	participating	in
efforts	such	as	Miles	for	Migraine	and	Shades	for	Migraine.	Joey	is
also	fluent	in	Japanese,	and	in	his	free	time	he	works	with
international	university	students	helping	them	learn	English
language	and	culture.

up,	 and	 she	 began	 to

build	 back	 into	 people

shut	 off	 from	 the	 world.

She	 had	 been	 adjusting

and	 improving	 all	 along,

something	 my	 pain

blinded	 me	 from.	 The

hope	 she	 cultivated	 had

blossomed	 into	 recovery.

Recovery.	 A	 word	 I	 had

long	abandoned.

PHOTO	BY	AMANDA	INGRASSIA

Left	to	Right:	Meredith	(wife),	Amanda	(sister),	Joey
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STRONGER	THAN

CHRONIC	MIGRAINE

Living	with	a	chronic	illness	is	no	walk	in	the	park.	Grace	&

Brace	 is	 meant	 to	 encourage	 those	 suffering	 from	 any

form	 of	 chronic	 illness.	 	 You	 are	 supported.	 You	 are

strong.	And	most	importantly,	you	are	not	alone.	

I	have	Ehlers-Danlos	Syndrome	along	with	plenty	of	its	co-

morbidities.	 I	 am	 26	 and	 disabled	 by	my	 illnesses,	 but	 I

will	not	 let	 that	stop	me	from	working	hard	on	my	small

business.	 I	 have	 put	my	 heart	 and	 soul	 into	my	 designs

and	 I	 hope	 that	 my	 items	 bring	 joy	 to	 all	 who	 shop	 at

Grace	&	Brace!

-Jennifer-	

etsy.com/shop/graceandbrace

"STRONGER	THAN

CHRONIC	MIGRAINE"

TANK	TOP	$22.95	

Want	this	tank	top?

Use	code:

MYCHRONICBRAIN	

for	10%	off	your

entire	purchase!
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CARING	FOR	AVA
WRITTEN	BY	MELISSA	PIERCEY
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Almost	 instantly	 we

envision	 the	 milestones

they	will	reach	during	their

lifetime	and	cannot	wait	to

be	 there	 to	 enjoy	 every

minute	 with	 them.	 We

focus	 on	 the	 good,	 the

beautiful,	 the	 successes,

because	 that	 is	 what	 we

hope	for	most.	

My	 17	 year-old	 daughter,

Ava,	 is	 a	 beautiful,	 bright,

creative	 girl	 with	 a	 quick

wit	 and	 a	 selfless	 heart.

Due	 to	an	accident,	 about

3	1⁄2	years	ago,	she	suffers
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from	Chronic	Migraine.

	

Ava	is	never	without	a	migraine	attack	and	some	level	of	nausea.	On	the	pain

scale	 of	 1-10,	 1	 being	mild	 to	 10	being	worst	 plus	 vomiting,	 she	 is	 typically

around	a	7.	She	has	about	8-13	days	per	month	with	headaches	in	the	8-10

range	and	never	has	any	below	the	elusive	3.	

For	 me,	 caring	 for	 an	 adolescent	 with	 Chronic	 Migraines	 has	 been	 an

emotional	 journey,	 an	 education	 about	 the	 disease,	 and	 has	 been	 full	 of
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very	 mother

sees	 the

potential	 for

their	child	the

moment	 they

are	 born.

AAAAAAAAAA

AAAAAA

E



	72	

lessons	that	come	from	the	experience.	It	is	heartbreaking	to	see	Ava	suffer,

yet	 humbling	 when	 she	 handles	 the	 pain	 with	 a	 graciousness	 beyond	 her

years.	Like	any	mother,	I	would	give	anything	to	have	her	feel	better,	even	for

a	little	while.	

After	 her	 head	 injury,	 I	 realized	 that	 an	 important	 step	 toward	 helping	 Ava

was	 learning	about	 the	complexities	of	her	symptoms,	and	how	 to	navigate

the	 treatments.	 You	 see,	 I	 had	 been	 ignorant	 when	 it	 came	 to	 Migraine

Disease.	I	now	see	how	vital	it	is	for	me	to	continue	to	educate	myself	as	well

as	others	about	 the	disease	as	well.	 The	more	people	know,	 the	more	 they

can	and	will	be	able	to	help.	I	now	understand	that	migraines	are	not	simply

headaches,	 something	 to	power	 through,	nor	are	 they	visible.	 For	Ava,	 they

are	 excruciating,	 debilitating,	 and	 often	 isolating.	 Caring	 for	 	 Ava,	 with	 the

challenge	of	Chronic	Migraines,	has	taught	me	many	lessons.	

My	 first	 lesson:	 you	 never	 stop	 learning	 and	 sharing	 that	 knowledge	 with
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others.	 Educating	 myself,	 and	 those	 who	 interact	 with

Ava,	 will	 never	 stop.	 The	 more	 Ava’s	 family,	 friends,

teachers,	 and	 doctors	 know	 about	 her	 challenges	 with

Migraine	 Disease,	 the	 greater	 their	 understanding

becomes	of	how	to	help	her		reach	her	potential	despite

special	needs	and	limitations.	

My	second	 lesson:	how	not	 to	make	 things	worse.	 It	 can

and	does	happen;	therefore,	my	job	is	to	do	the	best	I	can

to	 minimize	 the	 possibility	 with	 a	 good	 “MAP”

(maintenance,	avoiding	triggers	and	prevention).	

Maintenance:	 managing	 baseline	 symptoms	 through

daily	medication	and	hydration.

	

Avoiding	 triggers:	 staying	 away	 from	 light,	 sound,	 and

smells.	 For	 example	 I	 dim	 the	 lights,	 have	 fewer	 light
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...an

important

step	toward

helping	Ava

was	learning

about	the

complexities

of	her

symptoms,

and	how	to

navigate

treatments.
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bulbs	 in	 her	 bathroom,	 try	 to	 avoid	 strong	 cooking	 odors	 and	 meals	 with

garlic/onion,	and	keep	noise	to	a	minimum.

	

Prevention:	using	UV	blocking	glasses,	sunglasses,	going	out	when	lighting	is

optimal,	and	having	her	wear	noise	canceling	headphones	when	needed.

	

My	 third	 lesson:	 there	 is	 a	 delicate	 balance.	 The	 use	 of	 ice	 packs/heat,

showers,	 and	 caffeine	 can	 reduce	pain,	 but	 have	been	 known	 to	 throw	her

into	a	downward	spiral	too.	

Lesson	four:	Migraine	symptoms	take	many	forms.	It	has	taken	some	time	for

me	 to	 not	 get	 too	worried	 about	 the	multitude	 of	 symptoms	Ava	 can	 have

with	her	migraines.	She	has	had	sudden	blisters	on	her	scalp,	her	hands	turn

red	and	hot,	intense	back	pain,	nausea,	generalized	prickly/tingly	feelings,	and

extremely	specific	body	pain	among	many	other	symptoms.

....................................................................................................................................................................................................
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My	sixth

lesson:

advocacy

only	works

with

education.
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My	fifth	lesson:	rescue	treatments	are	wonderful.	We	have

tried	 many	 medications	 when	 Ava’s	 pain	 is	 in	 the	 8-10

range.	 At	 home	 she	 has	 used	 oral,	 nasal,	 and	 injectable

varieties.	 For	 her,	 depending	 on	 the	 severity	 and	 what	 is

causing	 the	 migraine,	 they	 bring	 her	 pain	 down	 about	 2

levels	and	last	for	2-48	hours.	When	these	do	not	work,	her

doctor	 will	 give	 her	 a	 nerve	 block.	 These	 multi-injection

blessings	 can	 take	 her	 pain	 down	 to	 a	 4,	 almost

immediately,	and	last	from	8	hours	to	3	days.	

My	sixth	lesson:	advocacy	only	works	with	education.	After

Ava’s	 accident,	 she	 tried	 to	 get	back	 into	her	 routine.	 The
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school	 was	 complaining	 about	 her	 absences	 and	 missing	 or	 incomplete

assignments.	She	struggled	with	the	light,	noise,	sound,	and	could	no	longer	sit	in

a	classroom.	

I	have	always	been	an	effective	advocate	when	it	comes	to	my	children;	so,	I	went

to	the	school	with	the	 idea	that	 I	could	ask,	and	Ava	would	receive	the	help	she

needed.	Unfortunately	I	was	faced	with	an	uphill	battle.	

It	is	my	belief	that	the	school	has	the	burden	to	educate,	and	to	give	reasonable

accommodations	when	required.	Furthermore,	I	believe	it	is	my	responsibility,	as

a	 parent,	 to	 take	 care	 of	 anything	 above	 and	 beyond.	 After	many	 phone	 calls,

emails,	 letters	 from	doctors	and	a	meeting	with	 the	Director	and	counselor,	we

had	a	few	accommodations	in	place.	Not	enough.

....................................................................................................................................................................................................
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It	 was	 not	 until	 I	 began

educating	the	Director	and

Counselor	 about	 Migraine

Disease,	 specific	 to	 Ava,

that	the	school	finally	gave

her	 everything	 I	 asked	 for

which	 included	 modified

work,	 modified	 time	 at

school,	 and	 extra	 time	 to

complete	 the	 already

modified	assignments	and

tests.	 A	 counselor	 and	 I
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I	have	always	been	an

effective	advocate

when	it	comes	to	my

children;	so	I	went	to

the	school	with	the

idea	that	I	could	ask,

and	Ava	would	receive

the	help	she	needed.

shuttled	her	work	 to	 and	 from	school	 for	 the	 rest	 of	 the	 year.	When	Ava	 is

able	to	begin	doing	school	work	again,	it	is	going	to	be	an	uphill	battle	for	me,

her	fiercest	advocate,	to	get	her	the	accommodations	she	needs.	 I	am	up	to

the	challenge;	I	hope	the	school	is	as	well.	

My	 seventh	 lesson:	 life	 is	 hard.	 Since	 her	 accident	 and	 the	 onset	 of	 her

Chronic	Migraine,	 she	has	been	unable	 to	do	any	 form	of	 school	work.	 She

should	be	finishing	the	11th	grade	 in	 June.	She	misses	school:	 the	work,	 the

routine,	the	activity,	and	experience.	She	cannot	read	a	book,	go	to	a	movie,
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OSten	the	most	she

can	handle	during	the

day	is	going	for	a	drive

in	the	car...

sit	 through	 a	 church	 service,	 or	 dine	 at	 most

restaurants.	 She	 has	 missed	 out	 on	 parties,

weddings,	 outings,	 vacations,	 and	 family

gatherings.	 Her	 days	 are	 spent	 as	 quietly	 as

possible.

Often	the	most	she	can	handle	during	the	day	 is	going	for	a	drive	 in	the	car,

when	 the	sun	 is	not	 too	 intense	and	headlights	are	not	 in	her	eyes.	 If	 she	 is

having	a	good	day,	she	can	go	for	a	walk.	Rarely,	she	chooses	to	go	to	a	movie

or	a	small	concert,	but	ends	up	in	bed	for	a	couple	of	days	following	a	nerve

block.	

Ava	 takes	 Gabapentin,	 Topiramate,	 low	 dose	 aspirin,	 and	 CoQ10	 for	 daily
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It	is	vital	to	have

people	care	that	you

are	having	a	bad	day,

to	tell	you	they	are

sorry	you	are	hurting,

and	to	understand

when	you	are	angry

with	the	disease.

possible	causes	of	her	migraines.	The	puncture	left	her	with	a	hole	that	did	not

close,	four	days	of	excruciating	head	pain,	and	a	blood	patch	to	fix	it.	

My	 eighth	 lesson:	 keep	 looking	 forward.	 Ava	 and	 I	 have	 incredible	 support	 in

family	and	friends.	It	is	vital	to	have	people	care	that	you	are	having	a	bad	day,	to

tell	you	they	are	sorry	you	are	hurting,	and	to	understand	when	you	are	angry

with	the	disease.	Ava’s	doctor,	Dr.	Dan	Henry,	has	been	diligent	and	determined

when	it	comes	to	her	care,	trying	any/everything	to	help	her	both	short	and	long

term,	and	to	provide	endless	amounts	of	support.	He	 is	a	great	 leader	 in	Ava’s
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maintenance.	 She	 uses	 a

“rescue	 medication”	 1-2	 days

per	 week	 (they	 help	 a	 little),

has	nerve	blocks	1-6	times	per

month,	 and	 Botox®	 injections

every	 10	 weeks,	 which	 have

helped	 overall.	 	 She	 has	 tried

other	 medications,	 IV

treatments,	 GammaCore™,

new	 medications	 specifically

for	migraine,	 had	an	MRI,	 and

a	lumbar	puncture	to	check	for
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Melissa	is	blessed	to	be	a	full-time	mother	to	Paige,	Ava	and
Nicholas.		She	serves	her	community	through	her	church	as	well
as	her	children’s	schools	and	has	been	PTA	President,	served	on
various	boards	and	has	overseen	many	fundraisers.		When	she	is
able,	she	indulges	in	her	first	love,	travel.

....................................................................................................................................................................................................

war	against	 this	disease	and	 she	 is	 a	warrior.	Dr.	Henry	has	also	given	her

(and	me)	the	most	important	medicine	of	all,	hope.	

Through	 all	 of	 the	 education,	 advocacy,	 lessons,	 and	 experiences	 Ava’s

migraines	have	brought,	 I	count	myself	blessed.	When	I	 look	at	Ava	today,	 I

see	 her	 potential.	 The	milestones	might	 have	 changed	 for	 the	 short	 term;

however,	 her	 future	 is	 bright	 and	 I	 cannot	wait	 to	 enjoy	 every	minute	with

her.	Ava	 is	strong,	brave,	patient,	and	resilient.	She	makes	 it	easy	for	me	to

continue	to	focus	on	the	good,	the	beautiful,	and	the	successes,	because	that

is	Ava.
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MELISSA	PIERCEY



Eliana	Tingwald,	Age	8
"What	Is	Migraine"

Eliana's	 mom:	 "Eliana	 developed	 Migraine	 and	 Post	 Traumatic	 headache	 after	 suffering	 a	 TBI	 in

September	of	2017.		Unfortunately,	one	of	her	biggest	triggers	for	a	horrible	migraine	attack	are	dance

shows.	 	Between	the	music,	 the	 lights,	 the	stress,	 it	never	 fails	 that	my	girl	always	has	a	horrendous

attack	during	show	times.		But	this	girl	is	so	amazing	on	stage	with	or	without	a	migraine	and	always

dances	through	them.		She	is	my	inspiration	and	one	day	I	hope	to	be	just	like	her."



MYCHRONICBRAIN
Sept.	2019		VOLUME	1	EDITION	3


