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IRSF 

• To	counsel	&	educate	families	&	doctors	on	the
management	of	Re5	syndrome.

• To	unite	and	help	parents,	families,	caregivers,
friends,	people	with	Re5	and	professionals	by
crea=ng	a	strong,	suppor=ve	community	by
sharing	informa=on,	news	and	research	about
Re5	syndrome.

• To	help	in	improving	the	quality	of	life	with	all
those	affected	with	Re5	syndrome	by	providing
support,	informa=on,	services	and	prac=cal	help
required	by	the	families	living	in	India

• To	raise	public	and	professional	awareness	and
understanding	of	Re5	Syndrome	by	collec=ng	and
providing	correct	informa=on	describing
diagnosis,	causes,	therapies,	research	and	other
aspects	of	this	disorder

• Distribu=on	of	educa=onal	material		about	Re5	
syndrome	to	families,	Doctors	and	the	general	
public.	

• Medical	reimbursements	to	needy	families. 	

How	you	can	Help	
• Know	about	ReJ	Syndrome	and	tell	others	and

help	us	to	spread	the	awareness.
• Volunteer	during	our	meeSngs	and	events.	
• Help	us	contact	affected	families	and	bring	

smiles	on	their	faces.	
• Spread	awareness	to	your	local	doctors	and	

hospitals.	
• Sponsor	a	Child’s	treatment	or	therapy.	
• DonaSons	to	IRSF	are	exempted	from	income	

tax	under	Sec	80G.	Donate	in	Cash	or	Cheque.	

KNOW	RETT,	VOLUNTEER,	DONATE		

Our	bank	Details	are	as	under:	
Indian	Re7	Syndrome	FoundaGon	

					STATE	BANK	OF	INDIA,	Saket	branch.	
Account	no:	31265890239		
IFSC	Code:	SBIN0008442	

	

History	of	IRSF	
Dr.	Rajni	Khajuria	was	the	first	to	
start	research	work	on	ReJ	
syndrome	in	India	as	a	part	of	her	
Ph.D	Thesis	in	2005	under	the	
guidance	of	Dr.	Madhulika	Kabra	
at	Dept.	of	Pediatrics,	AIIMS.		

She	was	the	bridge	between	all	parents	and	she	became	the	
anchor	for	all	ReJ	syndrome	work	in	India.	Even	today	a_er	
having	completed	her	thesis,	she	is	acSvely	involved	in	this	
noble	cause.	She	conSnues	to	inspire	all	parents	along	with	
IRSF	team.	
IRSF	was	formally	registered	as	a	Trust	in	Delhi	on		27th	January	
2010.	It	has	Four	Trustees,	Four	office	bearers	and	Seven	
execuSve	members.	All	parents	and	adult	siblings	of	a	ReJ	child	
are	eligible	to	be	part	of	IRSF	team	and	can	help	to	spread	
awareness.	We	acSvely	appeal	to	parents	from	all	over	India		to	
parScipate	in	our	common	cause.	

Milestones	of	IRSF	
u  IRSF	has	conducted	awareness	in	almost	all	major	govt.	hospitals	

in	Delhi	region	since	2008.	
u  Established	itself	as	the	sole	Trust	in	India	working	on	the	cause	of	

ReJ	Syndrome.	
u  CoordinaSng	for	clinical	trials	in	India.	
u  Gathering	parents	from	all	over	the	country	and	giving	them	hope.	
u  ReJ	clinic	was	established	at	Aiims	exclusively	for	ReJ	syndrome.	
u  Emergency	support	to	parents	during	SOS	episodes.	
u  In	a	posiSon	to	reimburse	medicaSon	costs	to	poor	parents	and	

providing	wheelchairs.	
u  Providing	disability	cerSficates	to	most	parents	by	interacSng	with	

concerned	health	authoriSes.	
u  Providing	Health	insurance	to	most	parents	through	Nirmaya	

scheme	in	NaSonal	Trust	of	India.	
u  Knibng	closely	all	families	by	organising	events,	picnics,	meeSngs	

where	they	get	an	opportunity	to	interact	with	an	extended	
family.	

u  Publicizing	the	cause	of	ReJ	syndrome	in	the	TV	media	and	print	
media.	

u  Making	representaSons	in	the	ministry	of	social	welfare	and	
jusSce	and	also	the	Delhi	State	Govt.	

u  Providing	and	extending	rehabilitaSon	aids	to	children	specific	to	
their	needs.	

She	always	wanted	to	do	something	for	the	paSent	care,	so	
while	doing	her	research	she	put	forth	the	idea	of	forming	a	
parent	support	group	with	her	guide	and	parents,	where	
parents	can	easily	approach	to	get	all	kind	of	support.	Her	idea	
was	welcomed	by	her	guide	and	three	ReJ	families	who	came	
forward	to	lend	her	support	in	her	cause.	She	organized	the	
first	two	ReJ	awareness	events	for	the	parents	and	doctors	in	
year	2008	and	2009	with	support	of	Dept.	Of	Pediatrics	



is	RETT	SYNDROME?	
ReJ	syndrome	is	a	rare	
neurodevelopment	disorder	that	
occurs	almost	exclusively	in	girls	
and	leads	to	severe	impairments,	
affecGng	child’s	ability	to	speak,	
walk,	eat,	and	even	breathe	easily.	
The	hallmark	of	ReJ	syndrome	is	
near	constant	repeGGve	hand	
movements	while	awake.		

ReJ	 syndrome	 symptoms	 appear	 a_er	 an	 early	
period	 of	 apparently	 normal	 or	 near	 normal	
development	unSl	six	to	eighteen	months	of	life,	
when	there	is	a	slowing	down	or	stagnaSon	
of	skills.	Then	there	is	regression	phase	where	the	
child	 loses	 communicaSon	 skills	 and	 purposeful	
use		of	her	hands.		
Over	Sme,	motor	problems	may	 increase,	but	 in	
general,	 irritability	 lessens	 and	 eye	 contact	 and	
communicaGon	improve.	
	

does	it	affect	and	how	it	progresses?	

is	it	commonly	found?	
ReJ	 syndrome	 affect	 all	 racial	 and	 ethnic	 groups,	
and	occurs	worldwide	in	1	of	every	10,000	female	
births.	It	is	not	hereditary	either.		

ReJ	 syndrome	 girls	 have	 stereotyped	 hand	
movements	 such	 as	 hand-washing,	 hand-
mouthing,	 wringing,	 tapping,	 	 gait	 disturbances,	
and	 slowing	 of	 the	 normal	 rate	 of	 head	 growth	
become	apparent.		
Other	issues	may	include	seizures	and	disorganized	
breathing	pa7erns	when	she	is	awake.		
In	 the	 early	 years,	 there	 may	 be	 a	 period	 of	
isolaGon	 or	withdrawal	when	 she	 is	 irritable	 and	
cries	inconsolably.	It	is	not	a	degeneraSve	disorder.		

Rett syndrome has been most 
often misdiagnosed as autism, 
cerebral palsy or non-specific 
developmental delay !!

u  Development may be normal or mildly delayed 
during first 6-18 months. There is a distinct loss       
of child’s milestones after 18 to 24 months. 

u  Loss of purposeful hand, repetitive hand 
movements like hand tapping, mouthing,    
washing, wringing and clapping. 

u  Slowed head growth, lack of speech. 
u  Shakiness or rocking of upper torso. 
u  Erratic breathing, breath holding problems. 
u  Chewing, swallowing and digestion problems. 
u  Ability to walk is either impaired or lost. 
u  Irregular sleeping patterns. 
u  Spinal curvature (though not early in age). 
u  Rigid or low muscle tone, joint contractures. 
u  Seizures, Abnormal EEG pattern. 
u  Teeth grinding, Cold small hands and feet. 

to	know	it	is	RETT	SYNDROME?	

The diagnosis of Rett syndrome is made on the 
basis of established clinical criteria:

does	RETT	SYNDROME	happen?	

ReJ	syndrome	is	caused	by	sporadic	mutaSons	on	the	
X	 chromosome	 on	 a	 gene	 called	 MECP2.	 There	 are	
more	 than	 200	 different	 mutaSons	 found	 on	 the	
MECP2	 gene.	Most	 of	 these	mutaSons	 are	 found	 in	
eight	different	“hot	spots.”		
The	 course	 and	 severity	 of	 ReJ	 syndrome	 is	
determined	by	 the	 locaSon,	 type	and	 severity	of	 the	
mutaSon	and	X-inacSvaSon.	Each	ReJ	girl	is	unique	in	
her	own	way.	

	
Symptoms	of	Re7	syndrome	can	range	from	mild	to	
severe.	Therefore,	two	girls	of	the	same	age	with	the	
same	mutaSon	can	appear	quite	different.	

Despite	their	challenges	ReJ	Girls	are	happy	children.	
Their	smile	is	aJracSve	and	they	understand	the	love	
given	to	them.	This	is	the	reason	they	are	called	
Silent	Angels	all	over	the	world.	

Always	Love	them.	Accept	them	as	they	are.	

Girls	 with	 ReJ	 syndrome	 need	 24X7	 assistance			
and	 care.	 There	 are	 therapies/treatments	 which		
are	 required	 for	 the	 long	 term	 care	 of	 children			
with	 ReJ	 Syndrome	 and	 have	 been	 found	 to	
improve	the	life	of	these	Angels.	This	includes:	
Ø  Physiotherapy,	 OccupaGonal	 therapy,	 Speech	

therapy,	 Hydrotherapy,	 Hippotherapy,	 Music	
therapy	etc.	

Ø  Early	 Diagnosis	 and	 early	 intervenGon	 is	
necessary	to	retain	child’s	milestones.	

Ø  SymptomaGc	 relief	 medicaGon	 for	 problems	
like	seizures,	breathing	issues,	insomnia	etc.	

Ø  Special	Diets	for	digesSon	and	consSpaSon.	




