

Table: 1- No of children in a household– all sites 
	State
	No of HHs 
	HHs with no children
	HHs with 1 child
	HHs with 2 children
	HHs with 3 children
	HHs with 4 children
	HHs with 5 children
	HHs with 6 children

	Delhi
	20
	0
	6
	8
	4
	0
	1
	1

	Maharashtra
	41
	3
	5
	20
	9
	3
	1
	0

	Rajasthan
	39
	1
	8
	18
	7
	4
	0
	1


Note: Data based on the demography survey and interviews for the affected couple/ parents rather than the  total number of children living in an extended household
Table: 2-Number and outcome of pregnancies by site 
	State
	No of HHs
	No of pregnancies
	living children
	Miscarriage
	Abortion
	Sill birth
	deaths

	Delhi
	20
	65
	49
	4
	3
	0
	10

	Maharashtra
	41
	120
	87
	11
	10
	2
	9

	Rajasthan
	39
	140
	94
	9
	15
	5
	17



Table: 3- No of termination of pregnancies before/after a child’s diagnosis
	State
	No of HH
	No of terminations
	terminations  before a child’s  diagnosis
	terminations following a child’s diagnosis
	Terminations following a prenatal diagnosis

	Delhi
	20
	3
	                   2
	1
	0

	Maharashtra
	41
	10
	3*
	6
	1

	Rajasthan
	39
	15
	                   2
	13
	2


*Reasons not clear 
Table: 4-Type of facility where Thalassemia/ Sickle Cell diagnosed 
	State
	No of HHs
	No of Patients
	Diagnosed at a private Facility
	Diagnosed at a state facility

	Delhi
	20
	21
	6
	15

	Maharashtra
	41
	43
	7
	36

	Rajasthan
	39
	42
	15
	27



Note: the number of patients and the number of households is not equal since a few households had more than one affected child/member.

Table: 5-Maximum distance covered for diagnosis and treatment 
	State
	Total hh
	Total Patient
	diagnosis
	treatment

	 
	
	
	min_distance
	max_distance
	min_distance
	max_distance

	Delhi
	20
	22
	
	
	
	

	Maharashtra
	41
	43
	0.5 Km
	190 Km
	0.5 Km
	71 Km

	Rajasthan
	39
	42
	1 Km
	830 Km
	1 Km
	900 Km


[bookmark: _GoBack]Note – in a few exceptional cases, parents travelled beyond 350 km for diagnosis in the past, for  alternate/supplementary treatment upto 900 kms.  In the past 5-7 years access to basic diagnosis and transfusion has drastically improved, though the quality and protocols remain an issue for concern.  At one of the sites (DH) a blood separation unit had been procured in the first year of fieldwork but was still not operational when we completed the last round of follow-up phone calls in December 2019.  In Autumn 2021, we At another site, a machine was operational but the parents had to specifically request the blood bank for packed cells, whilst the clinicians were uncertain of whether or not packed cells were being prescribed as a matter or routine.  Hence, both the knowledge of clinicians treating or even advising families as well as communication between different units across a hospital is an issue.  Health care professionals also provide counselling and reproductive advice to families, when their own level of understanding or information might be minimal.  This was particularly the case with explaining reproductive risk, prognosis but also other issues – e.g. one healthcare professional was very keen on recommending cord blood banking for younger couples.  This information was then circulated across families who had limited access to the viable sources of information on the success rates of this particular form of stem cell transplant in the specific case of thalassaemia,  how much it would cost as well as the pragmatics of storage facilities.  Several private companies sell quite dubious packages for anywhere between 30,000 INR to 100,000 with a promise of securing a stem cell transplant anywhere in the world (personal communication with a sales representative who thought I was an expectant mother).  


