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International	Lymphedema	Framework	2018	
Presented	by	Sarah	Jouanny.	
	
	
I’m	going	to	start	today	by	telling	you	something	really	weird	about	me	:	I’m	
a	Lymphoholic.	Yes,	I	admit	I	have	a	huge	problem	with	lymphedema.	The	problem	is	
not	that	I	have	the	condition	myself…	It’s	that	I	love	talking	about	it	and	learning	all	
there	is	to	know!	You	could	say	I’m	slightly	obsessed	with	lymphedema	and	that’s	fine-	
because	you	are	totally	correct! 
	
I	want	to	show	you	some	images	of	what	Lymphedema	looks	like	to	me.	
	
These	are	people,	like	you	and	me	and	hundreds	of	millions	of	others	globally,	that	live	
with	LE.	They	differ	slightly	to	the	images	you	might	see	when	you	Google	the	word	“LE”	
on	the	Internet.	
	
	
Brief	history	
	
Quite	a	few	of	you	here	already	know	me	from	my	instagram	account	or	blog.	For	those	
of	you	who	don’t	know	me	or	my	story,	my	LE	started	when	I	was	29	years	old	(I’m	33	
now	for	those	who	are	nosy)	in	2015	during	my	first	pregnancy.	My	diagnosis	is	not	
exceptional	or	even	worth	talking	about	because	it’s	extremely	similar	to	most	others	
with	primary	lymphedema-	misdiagnosis,	very	poor	access	to	support	information	and	
health	care	providers	in	my	area	and	confusion	about	how	to	best	manage	the	swelling.	
	
During	these	early	days,	I	was	living	this	secret	life	where	I	was	hiding	my	body,	feeling	
ashamed	and	embarrassed,	questioning	my	self	worth.	I	didn’t	know	who	to	ask	for	help,	
or	know	where	to	turn	to	get	proper	care;	I	honestly	thought	I	was	the	only	person	my	
age	with	LE	because	no-one	was	talking	about	it	online,	or	in	my	community…	I	had	zero	
postive	examples	to	look	up	to	for	guidance.	I	started	to	feel	very	isolated	and	helpless. I	
couldn’t	see	a	way	out	of	it	and	it	was	one	of	the	lowest	times	in	my	life.	 
	
It’s	not	easy	to	explain	how	I	got	to	where	I	am	today	mentally	(and	physically),	cause	
we	only	have	20	minutes	to	talk	!	but	basically	I	reached	a	moment	where	I	just	said	
«	screw	it	»	I’m	going	to	be	the	person	I	want	to	see	and	be	inspired	by	in	this	
lymphedema	community.	For	myself.	
	
This	was	my	leg	at	it’s	worst	in	2015.		
	
This	is	my	leg	today.		
	
	
Professional	disrupter	
	
I	like	to	define	my	role	in	the	LE	community	as	being	a	«	professional	disrupter	»	!	To	
disrupt	the	status	quo	of	lymphedema.	To	shake	up	what	we	currently	perceive	as	the	
life	one	is	«	condemned	»	to	live	with	this	condition.	I	do	this	by	sharing	my	life	with	LE	
openly	on	social	media	to	show	exactly	how	I	live	with	it,	how	it	affects	my	life	on	
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different	levels	and	to	share	the	good	informations	that	I	come	across	to	ultimately	help	
others	reduce	their	own	struggle	and	find	solutions	faster	than	I	did	in	those	early	days.		
	
I	also	use	my	social	media	as	a	platform	to	educate	other	patients.	I	not	a	doctor	but	my	
background	is	education	and	teaching	so	it	comes	naturally	to	me	that	I	have	this	
passion	to	help	others	learn	how	to	manage	their	LE	better.	I	created	a	website	called	
My	Lymph,	which	has	just	recently	launched	and	the	plan	is	to	make	it	a	one-stop	
destination	for	patients	to	find	Lymphedema	information	and	resources.	There	is	a	huge	
gap	in	the	LE	world	for	this	kind	of	resource	and	we	hope	to	fill	that	gap!	(picture).		
	
	
Cornerstones	of	Management	
	
More	interesting	than	why	I	got	lymphedema	is	my	journey	over	the	past	few	years	to	
become	the	boss	of	it.	Two	years	ago,	my	leg	was	twice	the	size	it	is	now.	It	was	hard,	I	
was	starting	to	have	regular	infections	and	it	kept	getting	bigger.	I	was	doing	all	the	
«	right	things	»	but	nothing	I	did	seemed	to	be	working	to	reduce	the	size	of	my	leg.		
	
The	problem	is	that	I	had	no	idea	what	I	was	doing.	Some	of	the	things	I	were	doing	were	
actually	extremely	wrong	for	LE	and	were	making	my	leg	worse.	And	that	crazy	thing	is	
that	it	was	my	caregiver	who	was	telling	me	what	to	do	!	He	also	had	no	idea	!	A	lot	of	
the	problems	I	ran	into	were	because	the	healthcare	system	failed	me.	It	was	and	is	still	
extremely	limited	when	it	comes	to	addressing	the	complex	needs	of	LE	patients.	
	
Most	of	us	realise	this	sooner	or	later,	that	the	health	care	system	has	abandonded	us.	
The	moment	I	realised	this	myself	was	actually	a	huge	turning	point	for	me.	I	was	
frustrated.	Angry.	I	wanted	better.	It	was	then	that	I	decided	I	was	not	going	to	be	a	
victim	to	these	limitations	any	longer	and	I	would	become	the	expert	of	my	LE.		
	
So	!...	Then	began	the	hard	work	!	Creating	a	good	management	system	is	probably	one	
of	the	hardest	things	I’ve	had	to	do	for	my	lymphedema.	I’m	going	to	briefly	share	with	
you	the	things	I	do	to	manage	my	LE,	which	are	hopefully	similar	to	what	you	do	!	
	
The	things	I	do	to	manage	my	leg	today	have	come	from	talking	a	lot	with	other	patients,	
consulting	with	specialist	around	the	globe	(yes,	I	stalk	them),	getting	as	many	different	
opinions	as	possible	to	make	sure	I	know	all	my	options.	It’s	taken	me	a	lot	of	time,	trial	
and	error,	to	put	these	key	strategies	in	place	and	it’s	something	I’m	continuously	re-
evaluating	and	evolving	to	keep	on	top	of.	
	
This	is	how	I	manage	my	lymphedema.	You’ll	notice	that	I	haven’t	ranked	these	
cornerstones	in	levels	of	importance.	This	is	because	each	single	element	is	just	as	
important	as	the	other.	When	one	is	missing	or	not	done	as	well,	it	disrupts	the	entire	
management	system	and	makes	it	less	likely	to	succeed	and	give	the	outcomes	you	
desire.	
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a. Compression	Therapy	
i. My	compression	therapy	consists	of	wearing	day	garments,	night	
garments	and	bandaging.	

ii. For	the	day	I	wear	a	class	3,	flat	knit	garment	that	is	made	from	
quite	stiff	material,	as	I	find	that	stiffer	material	contains	my	
swelling	better	than	softer	types.	I	have	swelling	in	my	foot	and	
toes,	so	I	also	wear	a	toe	cap.		

iii. Night-time-	I	alternative	between	multi-layer	bandaging	with	short	
stretch	bandages	and	wearing	a	night	garment.	Every	single	night	I	
sleep	with	one	of	these	systems	on	my	leg.	

iv. I	think	that	NC	is	extremely	important	for	managing	LE	swelling.	
It’s	an	area	that	we	don’t	talk	about	anywhere	near	as	much	as	we	
should	do!	I	believe	it's	a	major	part	of	my	success	to	maintain	my	
leg	how	it	is	today.		

v. Compressing	overnight	is	something	you	need	to	learn	more	about	
and	use	in	your	management.	

b. MLD	
i. Up	until	recently,	I	have	had	MLD	twice	a	week.	Each	session	lasts	
for	30	minutes.	

ii. Recently	I	decided	to	only	go	once	a	week	because	I	find	that	I	need	
it	less	these	days.	

iii. I	have	replaced	the	session	with-	next	point	!	Exercise	!	
c. Exercise	

i. It’s	hugely	important	that	we	move	our	bodies.	Muscle	pumps	are	
what	gets	that	liquid	out	of	our	limbs.	I	don’t	just	focus	on	my	leg	
when	exercising,	I	do	a	whole	body	pumping	workout	to	activate	
the	entire	system.	My	favourite	exercises	are	swimming,	aqua	
biking,	plus	the	standard	gym	workout	(which	includes	lots	of	leg	
work,	resistance	bands	for	upper	and	lower	body)	

ii. I	always	wear	my	day	compression	garment	when	exercising.	Some	
poeple	I	know	wear	multi-layer	bandaging	as	this	is	very	good	for	
promoting	muscle	pump.	I	don’t	wear	bandages	personally	because	
I	find	it	too	restrictive	and	uncomfortable-	

d. Surgery	
i. Although	this	isn’t	an	everyday	management	tool,	I	believe	it	has	
been	one	of	the	biggest	factors	in	helping	to	manage	my	LE	better.	
In	2016	I	underwent	a	lymph	node	transfer	and	a	year	later	I	have	
SAPL	surgery.	In	a	few	months	time	I	will	have	a	final	surgery	or	
more	SAPL	around	my	foot	and	ankle	plus	some	LVA	connections.		

ii. For	me,	it	truly	has	been	a	combination	of	these	surgical	techniques	
that	have	lead	to	the	best	results.	

iii. You	can	see	here	(picture)	how	the	liquid	has	diminished	in	my	leg	
over	the	years.		

iv. Surgery	is	a	very	personal	choice	and	although	I’m	a	big	advocat	for	
it,	I	only	suggest	to	people	to	get	extremely	thorough	diagnostic	
testing	done	BEFORE	making	any	decisions	to	go	ahead	with	it	and	
to	consult	with	a	number	of	surgeons	to	get	a	very	thorough	
understanding	of	what	is	required.	
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e. Nutrition	
i. Nutrition	is	another	area	of	LE	management	that	we	are	starting	to	
know	more	about	these	days	and	for	me	personally,	I	can	see	the	
impact	of	unhealthy	eating	choices	on	my	LE.	

ii. I	don’t	follow	any	particular	kind	of	diet,	but	I	do	always	try	to	
make	healthy	food	choices.	I	eat	lots	of	fresh	foods-	vegetables,	
fruits,	meats,	fish.	Drink	lots	of	water,	very	important	to	keep	
hydrated	!	

iii. I	naturally	don’t	really	eat	much	processed	foods	like	crisps,	
candies	etc	..		

iv. The	thing	that	I	see	an	immediate	impact	of	is	alcohol,	particularly	
white	wine	and	champagne.	I	basically	avoid	those	alcohols	and	
drink	a	little	bit	of	red	wine	instead.	This	seems	to	make	my	leg	
swell	less	!	

v. Alcohol	is	certainly	one	thing	that	makes	my	leg	feel	warm	and	
fuzzy,	however,	I	want	to	live	my	life	and	I	accept	a	little	bit	of	
warm	and	fuzziness	from	time	to	time.	

f. Skin	Care	
i. Another	extremely	important	area	that	I	believe	lots	of	people	over	
look.		

ii. First	line	of	defence	to	avoiding	infection.	So	we	must	really	make	
skin	care	a	priority	

iii. I	mositurise	with	emollient	lotions	every	night	before	I	bandage	(I	
don’t	do	this	during	the	day	because	it	makes	my	compressio	
ngarment	icky	and	my	skin	is	in	pretty	good	condition.)		

iv. Basic	things	like	exfoliating	regularly,	making	sure	the	skin	is	dry	
before	applying	compression.	

v. I	avoid	pedicures	because	this	is	super	risky	for	infections	(I	
already	had	one	from	a	pedicure	–	lesson	learnt	!)	

vi. Waxing	legs	instead	of	shaving-	again,	less	infection	risk	
vii. I	also	let	my	leg	in	the	morning	sun	to	get	some	rays	on	it	and	fresh	

air…	I	never	sun	bake	or	stay	in	the	sun	longer	than	10	minutes	
without	compression-	if	it	feels	hot	I	stop.		

	
	

I	can’t	stress	enough	how	important	a	holitstic	approach	to	management	is.	My	biggest	
advice	to	you	is	to	master	each	element	in	your	own	management	and	make	it	as	strong	
and	efficient	as	possible.	
	
Having	this	management	system	is	only	half	the	battle.	It	sounds	great	on	paper	but	a	lot	
of	people	strugggle	to	implement	this	in	daily	life.	The	funny	thing	is,	that	we	have	these	
fantastic	medical	devices	and	technology	to	really	help	control	swelling,	yet,	people	are	
still	suffering	and	their	heads	are	spinning.	The	question	is,	why	?!	
	
Well,	I	think	it	comes	down	to	this	(brain	!).	No,	not	bad	eyebrows.	Our	brains.	Our	
mental	state.	Which	again,	very	little	people	talk	about	in	the	medical	world	of	LE.	
	
Changing	the	way	I	thought	about	LE,	changed	my	life…	Like	I	said	before,	its	hard	to	
truly	explain	how	but	I’ve	managed	to	narrow	it	down	to	five	main	elements	to	share	
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with	you	today.	Here	are	my	secrets	!	
	

1) Acceptance-	accepting	that	this	is	what	you	must	do	if	you	want	to	see	results	
a. The	moment	I	stopped	fighting	against	LE	and	accepted	it,	was	the	

moment	things	changed	for	me.	When	you	fight	against	something	you	are	
focused	on	the	wrong	things	and	limiting	yourself	to	the	potential	you	can	
acheive.	When	you	are	accepting,	you	focus	on	looking	forward	and	
finding	solutions.	

b. You	must	make	an	active	choice	to	change	your	life	routine	to	fit	
lymphedema	in	and	to	consistently	manage	it	to	the	highest	level	if	you	
want	to	see	results.		

c. Accepting	does	not	mean	you	are	giving	up,	it	just	means	that	at	this	point	
in	time	you	accept	reality	for	what	it	is-	but	as	I	do,	keep	the	desire	and	
motivation	to	improve	things	one	day	at	a	time.		

d. I	accept	that	I	have	lymphedema	but	it	does	not	mean	I	give	up	on	caring	
for	my	leg	

e. This	is	your	first	and	most	important	step	to	completely	changing	your	
course	of	management	and	success.	

	
2) Compliance-	You	must	commit	to	the	work	and	do	it	every	day,	no	questions	

asked.	
a. I	like	to	compare	this	to	a	gym	membership	:	It’s	not	because	you	buy	a	

gym	membership	that	you	are	going	to	get	fit.	You	have	to	want	to	go	into	
the	gym,	use	the	equipment,	push	your	body	to	the	limits	and	sweat.	If	
your	heart	isn’t	in	it	and	you	aren’t	motivated,	you	will	fail	before	you	
even	start.	

b. Everything	I	do	to	manage	my	LE	is	second	nature	and	it	comes	easily-	
most	days	I	don’t	even	think	about	it	because	it	has	become	my	daily	
routine.	I	just	do	it	because	I	know	I	have	to.		

c. Its	like	brushing	your	teeth,	you	just	do	it	(i	hope	you	all	do	anyway).	
d. This	is	where	the	real	effort	is	required	in	the	beginning	!	Yes,	it’s	hard	to	

be	motivated	and	stick	to	the	plan	but	as	time	goes	by	it	becomes	easier	
and	you	will	find	yourself	doing	it	without	thinking.	

	
3) Perserverance-	Not	giving	up	when	things	aren’t	working	but	instead,	problem	

solving	to	find	another	solution.	Because	there	is	always	a	solution.	
a. Don’t	keep	doing	the	same	thing	and	getting	no	results.		
b. If	something	is	not	working	there	is	a	reason	why-	get	to	the	bottom	of	it	

and	don’t	give	up.		
c. Problem	solving	also	applies	to	our	caregivers.	Don’t	be	afraid	to	question	

what	you	have	been	told	if	you	feel	it’s	not	ideal	or	working	in	the	right	
way	for	you.	I	have	done	this	many	times	with	my	caregivers	and	thank	
god	I	did	because	it	lead	me	to	discovering	many	better	alternatives	and	
then	teaching	them	about	it!!	

	
4) EDUCATE	yourself	thoroughly	on	this	condition	

a. Let’s	think	about	the	gym	membership	again:	If	you	go	into	the	gym	and	
have	no	idea	what	you	are	doing-	how	are	you	going	to	get	the	best	results	
from	your	work	out	?!	If	you	go	and	copy	someone	else	in	the	gym,	how	do	
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you	know	this	will	help	achieve	YOUR	goals	?	It	wont.	We	are	all	different,	
an	individualised	plan	works	best	so	you	need	to	know	all	the	options	
available.	

b. I	love	to	learn	about	lymphedema,	I	love	to	speak	with	a	lot	of	patients	and	
see	how	they	live	with	it	and	get	tips	and	advice,	I	love	reading	medical	
journals	and	case	studies,	I	have	met	and	spoken	with	a	huge	number	of	
professionals-	doctors,	physiotherapists,	surgeons,	garment	fitters	and	
lymphedema	therapists-	all	these	experts	have	such	diverse	experiences	
with	LE	and	have	extremely	valuable	POV	to	share.	

c. Once	you	know	the	mechanics	of	LE	and	how	it	works,	you	can	start	to	
play	a	more	active	role	in	your	own	health	care.	It	will	help	you	make	
more	informed	decisions	about	your	management.	

d. It	will	create	a	better	dialogue	between	you	and	your	caregivers.	You	will	
be	able	to	give	valuable	insight	and	input	into	your	treatment	options.	

	
5) CONNECT	with	others	

a. Do	not	underestimate	the	positive	power	of	social	media.	It’s	not	all	
negative-	there	is	a	lot	of	inspiration	and	information	being	shared	out	
there.	

b. I	would	not	be	standing	here	today	talking	to	you	if	I	didn’t	make	the	move	
myself	to	get	out	of	my	comfort	zone	and	start	a	conversation	on	
Instagram	with	other	people	who	also	have	LE.	

c. It	was	not	just	a	doctor	who	helped	me	get	to	where	I	am	today,	it	is	the	
support	of	strangers	who	I	have	never	met	and	their	own	experiences	that	
guided	me	through	this	maze.	

d. Even	now,	sharing	a	simple	thought	or	idea	can	actually	spark	a	big	
conversation	where	many	more	interesting	ideas	come	up	that	could	
literally,	change	your	life	somehow.	

e. I	always	tell	people	who	hesitate	to	join	social	media	because	they	are	
worried	about	work	or	friends	or	familly	finding	out	about	their	LE	to	do	it	
anonymously.	Create	a	new	account,	you	don’t	even	had	to	post	photos,	
just	follow	others	and	read	information	from	the	side.	Or	post	photos	
without	your	face	in	them.	You	are	not	obliged	to	expose	yourself	to	the	
extent	that	I	do-	you	control	it	the	way	you	want	and	benefit	from	it	as	
much	as	anyone	else	does.	

	
So,	wrapping	it	all	up	!	
	
My	story,	challenges,	successes	and	perspective	will	not	represent	yours.	Our	LE	lives	
are	unique	to	us,	but	we	all	have	a	common	understanding	of	the	daily	struggle	we	go	
through	with	this	condition.	I	just	hope	that	if	there	is	one	thing	you	identify	with	from	
me	and	my	journey,	it’s	the	spirt	in	which	I	live	with	LE.	I	like	to	call	it	«	Chronically	
Motivated	».	
	
Im	going	to	end	this	talk	today	by	giving	you	something	for	free.	It’s	probably	one	of	the	
only	things	that’s	free	in	the	world	of	lymphedema	and	isn’t	going	to	break	your	bank	
account.	
	
My	gift	to	you	today	is	this	piece	of	advice	:	
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If	you	change	the	way	you	think	about	Lymphedema	and	accept	it’s	presence	in	your	life,	
you	will	free	yourself	from	constratints	and	limited	thinking	and	open	your	mind	to	the	
opportunities	and	solutions	that	already	exist	to	help	you.		
	
Do	not	become	complacient.		
	
Do	not	let	LE	define	who	you	are.		
	
Do	not	be	fearful	of	experimenting	or	taking	a	risk.		
	
Do	not	become	comfortable	with	the	way	things	are.	This	only	maintains	the	status	quo.		
	
Disrupt	the	medical	neglect	and	ignorance	towards	LE	by	speaking	up	and	being	a	voice,	
a	face	to	LE.	
	
Every	voice	counts.	
	
	
 
	
	
	


