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EXECUTIVE SUMMARY

Sickle-cell Anaemia (also known as sickle

disorder, where the blood cells contain abnormal haemoglobin (HbS) called sickle 

haemoglobin. Normal blood cells smoothly pass through blood vessels without any obstruction 

but sickle shaped cells often get entangled resulting in blockage of the blood vessels leading to 

severe health complications.  

The prevalence of sickle-cell anaemia is highly c

Southern India. The public health implications of sickle

poor quality of life, lower life expectancy and higher rates of infant mortality. Unfortunately, 

India does not have any comprehensive national program to address the problem of sickle

disorder. In most states, sickle

services.  

However, in 2006 the Department of Health and Family Welfare, Government of Guja

initiated the Sickle Cell Anaemia Control programme

five districts of the state. Today, the programme has been extended to all 12 tribal districts of 

Gujarat.  

Sickle-cell disease does not have any cure; therefor

should focus on prevention and early diagnosis to ensure effective management of the disease 

and put off a crisis situation. The Sickle Cell Anaemia Control Programme does just that. Its 

focus is on early diagnosis of the disease, treatment and counselling of patients.

From 2006 till March 2011, a total of 13, 96, 904 tribal people have been screened through the 

programme. The screening helped in identifying 10, 673 sickle disease patients and aided in 

ensuring that adequate treatment and guidance is delivered to the victims.

Other states in India where the disease is highly prevalent can learn from Gujarat’s example 

and follow its foot steps to launch similar control programmes. This document seeks to 

encourage and provide assistance in any such adaptation. It provides a brief background to the 

disease and its prevalence across the country then goes on to highlight the workflow of 

Gujarat’s control programme. It concludes by discussing how the programme has widened the

scope of public health service delivery in Gujarat.
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UMMARY 
naemia (also known as sickle-cell disorder or sickle-cell disease) is a genetic blood 

blood cells contain abnormal haemoglobin (HbS) called sickle 

Normal blood cells smoothly pass through blood vessels without any obstruction 

but sickle shaped cells often get entangled resulting in blockage of the blood vessels leading to 

 

cell anaemia is highly common in the tribal belt of Central and 

The public health implications of sickle-cell anaemia are significant leading to 

poor quality of life, lower life expectancy and higher rates of infant mortality. Unfortunately, 

y comprehensive national program to address the problem of sickle

disorder. In most states, sickle-cell disease receives scant attention from government health 

Department of Health and Family Welfare, Government of Guja

initiated the Sickle Cell Anaemia Control programme to control the menace of the disease 

five districts of the state. Today, the programme has been extended to all 12 tribal districts of 

cell disease does not have any cure; therefore any strategy to deal with the disease 

should focus on prevention and early diagnosis to ensure effective management of the disease 

and put off a crisis situation. The Sickle Cell Anaemia Control Programme does just that. Its 

f the disease, treatment and counselling of patients.

From 2006 till March 2011, a total of 13, 96, 904 tribal people have been screened through the 

programme. The screening helped in identifying 10, 673 sickle disease patients and aided in 

dequate treatment and guidance is delivered to the victims.

Other states in India where the disease is highly prevalent can learn from Gujarat’s example 

and follow its foot steps to launch similar control programmes. This document seeks to 

ovide assistance in any such adaptation. It provides a brief background to the 

disease and its prevalence across the country then goes on to highlight the workflow of 

Gujarat’s control programme. It concludes by discussing how the programme has widened the

scope of public health service delivery in Gujarat. 
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METHODOLOGY 
Working with the objective of identifying best practices in governance in India for the purpose 

of further replication, the Governance Knowledge Centre (GKC) research team conducts 

extensive research to locate initiatives that contribute towards the betterment of public service 

delivery. The GKC team conducted thorough secondary research using credible web sources to 

establish the suitability of the Sickle Cell Anaemia Control Programme as a 

research reflected the manner in which the programme is providing relief to tribals in the state 

of Gujarat through the use of effective diagnosis, treatment and counselling procedures.  Given 

that sickle-cell anaemia is a looming healt

agencies in other states can learn from Gujarat’s effort and replicate such a programme.

Having recognized the Sickle Cell Anaemia Control Programme as a best practice, the next step 

was to identify the key stakeholders and contact them to gain a deeper insight into the 

operation and impact of the initiative. This document has been compiled by putting together 

the information collected through secondary research as well as the insights shared by the 

Sickle Cell Anaemia Control Programme team.

BACKGROUND 
Sickle-cell anaemia (also known as sickle

disease)1 is a genetic blood disorder, where the blood cells contain 

abnormal haemoglobin (HbS) called sickle haemoglobin.  As a r

Red Blood Cells (RBC’s) which are normally circular in shape, 

become sickle shaped when exposed to low oxygen levels.

normal RBC has a life span of 120 days the sickle RBC only lasts 

about 30 days. Normal blood cells pass smoothly through bl

vessels without any obstruction but sickle shaped cells often get 

ruptured resulting in blockage of the blood vessels. 

The prevalence of sickle-cell anaemia is highly common in the tribal 

belt of Central and Southern India. Tribals in the states of Gujarat, 

Maharashtra, Madhya Pradesh, Chattisgarh, 

Orissa, Tamil Nadu and Kerala witness a high 

                        
1 http://apps.who.int/gb/ebwha/pdf_files/WHA59/A59_9
2 http://www.ashwini.org/documents/Sickle%20Cell%20Anaemia%20Manual.pdf
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Working with the objective of identifying best practices in governance in India for the purpose 

of further replication, the Governance Knowledge Centre (GKC) research team conducts 

research to locate initiatives that contribute towards the betterment of public service 

delivery. The GKC team conducted thorough secondary research using credible web sources to 

establish the suitability of the Sickle Cell Anaemia Control Programme as a 

research reflected the manner in which the programme is providing relief to tribals in the state 

of Gujarat through the use of effective diagnosis, treatment and counselling procedures.  Given 

cell anaemia is a looming health problem all across the country, public health service 

agencies in other states can learn from Gujarat’s effort and replicate such a programme.

Having recognized the Sickle Cell Anaemia Control Programme as a best practice, the next step 

the key stakeholders and contact them to gain a deeper insight into the 

operation and impact of the initiative. This document has been compiled by putting together 

the information collected through secondary research as well as the insights shared by the 

ickle Cell Anaemia Control Programme team. 

cell anaemia (also known as sickle-cell disorder or sickle-cell 

is a genetic blood disorder, where the blood cells contain 

abnormal haemoglobin (HbS) called sickle haemoglobin.  As a result 

Red Blood Cells (RBC’s) which are normally circular in shape, 

become sickle shaped when exposed to low oxygen levels.2 While a 

normal RBC has a life span of 120 days the sickle RBC only lasts 

Normal blood cells pass smoothly through blood 

vessels without any obstruction but sickle shaped cells often get 

ruptured resulting in blockage of the blood vessels.  

cell anaemia is highly common in the tribal 

belt of Central and Southern India. Tribals in the states of Gujarat, 

Maharashtra, Madhya Pradesh, Chattisgarh, 

Orissa, Tamil Nadu and Kerala witness a high 

                         
http://apps.who.int/gb/ebwha/pdf_files/WHA59/A59_9-en.pdf, 14th September 2011

g/documents/Sickle%20Cell%20Anaemia%20Manual.pdf

Figure 1: Entangled Sickle Cells

Source: Department of Health and Family Welfare, Gujarat
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Figure 1: Entangled Sickle Cells 

Source: Department of Health and Family Welfare, Gujarat 
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incidence of the disease. The 

leading to lower life expectancy and higher rates of infant mortality. 

Unfortunately, India does not have any comprehensive national program to address the 

problem of sickle-cell disorder. 

government health services. Basic facilities to manage the patients are usually absent, 

systematic screening is not a common practice and the diagnosis is usually made at a severe 

stage of the disease. Largely, it is only the civil society organizations that are working on this 

issue with small scale projects.

However, in 2006 the Department of Health and Family Welfare, Government of Gujarat 

initiated the Sickle Cell Anaemia Control programm

state. According to a recent survey by the Indian Council for Medical Research (ICMR), the 

incidence of genetic disorders that cause severe sickle

in the state of Gujarat. Almost 34% of the samples examined for the study in Gujarat were 

found to have sickle cell anaemia. 

Gujarat die by the age of 14 years. To rectify this abysmal situation, 

Health and Family Welfare, initiated the Sickle Cell Anaemia Control programme in five 

districts of the state. Today, the programme has been extended to all 12 tribal districts of 

Gujarat.  

Sickle-cell disease does not have any cure; therefore any s

should focus on prevention and early diagnosis to ensure effective management of the disease 

and put off a crisis situation. The Sickle Cell Anaemia Control Programme

focus is on early diagnosis of the d

OBJECTIVE 
The Sickle Cell Anaemia Control programme aims to:

1. Prevent the spread of sickle cell disease by reducing sickle cell births through screening 

and genetic counselling 

2. Identify sickle-cell anaemia in 

3. Provide early treatment to sickle cell patients. 

                        
3(http://www.dnaindia.com/india/report_gujarat
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found to have sickle cell anaemia. 3 30 per cent of children with sickle cell disease in Southern 

Gujarat die by the age of 14 years. To rectify this abysmal situation, Gujarat’s Departm
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districts of the state. Today, the programme has been extended to all 12 tribal districts of 
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focus is on early diagnosis of the disease, treatment and counselling of patients.

The Sickle Cell Anaemia Control programme aims to: 

Prevent the spread of sickle cell disease by reducing sickle cell births through screening 

and genetic counselling  

cell anaemia in newborn & infants as early as possible.

Provide early treatment to sickle cell patients.  

                         
http://www.dnaindia.com/india/report_gujarat-leads-in-genetic-blood-disorders_1540790
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4. Offer counselling to patients and relatives so that they understand the scope of the 

problem and participate in the management of the disease.

5. Create awareness about 

 

PROGRAMME DESIGN

KEY STAKEHOLDERS 

Department of Health and Family Welfare, Gujarat:

programme. It is responsible for funding and overseeing the implementation of the initiative.  

Valsad Raktadan Kendra:  A not for profit organization, Valsad Raktadan Kendra is the nodal 

agency responsible for implementing the program in five districts of south Gujarat in 

collaboration with district health authorities. It seeks the assistance of oth

running the program at the grassroots.

Indian Red Cross Society: The Indian Red Cross Society conducts various sickle

activities like Antenatal screening, Adolescent screening and mass screening  under the 

programme in the rest of the seven tribal districts.

Apart from the above key stakeholders, Medical Colleges, General Hospitals, Public Health 

Centres and Community Healthcare Centres and grass root health workers all over Gujarat are 

partners in carrying out screenings, 

programme. 

PROCESS FLOW 

The Sickle Cell Anaemia Control Programme uses a three fold approach to address sickle

disorder in the state. The approach involves early screening of patients, administering of

treatment and counselling  for managing the disease and preventing sickle cell births. It follows 

a PPP model wherein the Government of Gujarat works in partnership with NGO’s to 

administer the various aspects of the programme. The tribal people that the 

to are given disease screening, treatment and counselling facilities free of cost.
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Offer counselling to patients and relatives so that they understand the scope of the 

problem and participate in the management of the disease. 

Create awareness about the disease among the entire community. 

ESIGN 

Department of Health and Family Welfare, Gujarat: The department conceptualized the 

programme. It is responsible for funding and overseeing the implementation of the initiative.  

A not for profit organization, Valsad Raktadan Kendra is the nodal 

agency responsible for implementing the program in five districts of south Gujarat in 

collaboration with district health authorities. It seeks the assistance of other local NGO’s for 

running the program at the grassroots. 

The Indian Red Cross Society conducts various sickle
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rest of the seven tribal districts. 

Apart from the above key stakeholders, Medical Colleges, General Hospitals, Public Health 

Centres and Community Healthcare Centres and grass root health workers all over Gujarat are 
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disorder in the state. The approach involves early screening of patients, administering of
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Figure 2:  Screening approaches under the programme

Figure 5: Marriage counseling using colour coded cards 

Source: Department of Health and Family Welfare, Gujarat

SCREENING OF SICKLE

Screening of the disease in the tribal areas where it is predominant helps in identifying disease 

a) Adolescent Screening: Premarital or adolescent screening of tribal individuals is crucial 

for controlling the spread of the disease. Since it is a 

individuals with the disease or with traits of it are advised not to inter marry. 

Individuals are given colour coded cards (see image below) for this purpose.

 

 

 

 

 

 

 

 

 

 

Individuals with a yellow sickle disease card are advised not to inter marry. This 

prevents the spread of the disease.

 

b) Antenatal and Prenatal Screening: Antenatal screening provides an opportunity

better care at the time of the delivery and also carry out prenatal diagnosis, which helps 

in determining if the child will have sickle cell disease and preventing the birth of 

affected children. 

 

Treatment 
and 

follow up

Adolescent

Screening
Newborn

Screening
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ICKLE-CELL ANAEMIA 
Screening of the disease in the tribal areas where it is predominant helps in identifying disease 

patterns and 

also helps in developing treatment 

strategies. There is evidence to 

show that early screening of the 

disease leads to reduced infant 

mortality and early deaths because 

if the disease is screened early, 

comprehensive care can be 

arranged. 

Screening is conducted at three 

levels:  

Adolescent Screening: Premarital or adolescent screening of tribal individuals is crucial 

for controlling the spread of the disease. Since it is a genetically acquired disease, 

individuals with the disease or with traits of it are advised not to inter marry. 

Individuals are given colour coded cards (see image below) for this purpose.

Individuals with a yellow sickle disease card are advised not to inter marry. This 

prevents the spread of the disease. 

Antenatal and Prenatal Screening: Antenatal screening provides an opportunity

better care at the time of the delivery and also carry out prenatal diagnosis, which helps 

in determining if the child will have sickle cell disease and preventing the birth of 

Treatment 

follow up

Adolescent

Screening
Antenatal 
Screening 

& Prenatal 
Screening
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Screening of the disease in the tribal areas where it is predominant helps in identifying disease 

patterns and occurrence rates. It 

also helps in developing treatment 

strategies. There is evidence to 

show that early screening of the 

disease leads to reduced infant 

mortality and early deaths because 

if the disease is screened early, 

comprehensive care can be 

Screening is conducted at three 

Adolescent Screening: Premarital or adolescent screening of tribal individuals is crucial 

genetically acquired disease, 

individuals with the disease or with traits of it are advised not to inter marry. 

Individuals are given colour coded cards (see image below) for this purpose. 

Individuals with a yellow sickle disease card are advised not to inter marry. This 

Antenatal and Prenatal Screening: Antenatal screening provides an opportunity to take 

better care at the time of the delivery and also carry out prenatal diagnosis, which helps 

in determining if the child will have sickle cell disease and preventing the birth of 
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Figure 3: Heel prick blood collection of new born 

Source: Department of Health and Family Welfare, Gujarat

c) Newborn Screening: Diagnosis of sickle

intervention and counselling services. Dry blood samples are collected on filter paper by 

pricking the heel of the new born.  The programme also uses South Asia’s first New 

Born Screening, NBS –

Screenings are conducted in Primary Health Centres, Community Healthcare Centres, 

and Medical Colleges etc. by trained health workers and lab technicians. 

Mass door to door screenings are also organized by the Government Health Institutes

Valsad Raktadan Kendra and Indian Red Cross Society. These mass screenings cover all 

age groups.  

 

Based on the results of the above screenings individuals are advised with appropriate 

treatment and follow up procedures.

ADMINISTRATION OF TREATMENT

If patients are identified to have the disease, they are given treatment wherein they are advised 

to avoid cold, heavy exertion and take plenty of fluids to avoid dehydration thus preventing a 

crises situation. In addition patients are given appropriate medicin

are referred to appropriate hospitals and are provided constant guidance and follow up 

support. 
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Figure 4: NBS Variant machine for new born screening 

Source: Department of Health and Family 

Figure 3: Heel prick blood collection of new born  

Source: Department of Health and Family Welfare, Gujarat 

Newborn Screening: Diagnosis of sickle-cell anaemia in early infancy is vital for early 

intervention and counselling services. Dry blood samples are collected on filter paper by 

pricking the heel of the new born.  The programme also uses South Asia’s first New 

–Variant machine. These samples are then sent for testing.

Screenings are conducted in Primary Health Centres, Community Healthcare Centres, 

and Medical Colleges etc. by trained health workers and lab technicians. 

Mass door to door screenings are also organized by the Government Health Institutes

Valsad Raktadan Kendra and Indian Red Cross Society. These mass screenings cover all 

Based on the results of the above screenings individuals are advised with appropriate 

treatment and follow up procedures. 

REATMENT 

tients are identified to have the disease, they are given treatment wherein they are advised 

to avoid cold, heavy exertion and take plenty of fluids to avoid dehydration thus preventing a 

crises situation. In addition patients are given appropriate medicines and vaccinations. They 

are referred to appropriate hospitals and are provided constant guidance and follow up 
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Figure 4: NBS Variant machine for new born screening  

Source: Department of Health and Family Welfare, Gujarat 
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intervention and counselling services. Dry blood samples are collected on filter paper by 

pricking the heel of the new born.  The programme also uses South Asia’s first New 

These samples are then sent for testing. 

 

Screenings are conducted in Primary Health Centres, Community Healthcare Centres, 

and Medical Colleges etc. by trained health workers and lab technicians.  

Mass door to door screenings are also organized by the Government Health Institutes, 

Valsad Raktadan Kendra and Indian Red Cross Society. These mass screenings cover all 

Based on the results of the above screenings individuals are advised with appropriate 

tients are identified to have the disease, they are given treatment wherein they are advised 

to avoid cold, heavy exertion and take plenty of fluids to avoid dehydration thus preventing a 

es and vaccinations. They 

are referred to appropriate hospitals and are provided constant guidance and follow up 
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Figure 7: Counseling of children in school 

Source: Department of Health and Family Welfare, Gujarat

 

EDUCATION AND DISEASE 

In order to prevent the disease from spreading 

further and highlight the importance of managing 

the disease, concentrated counselling efforts are 

conducted.  Counselling is given to young couples 

and their parents, the focus here is on 

counselling so that individuals with sickle cell 

traits and disease do not intermarry. Patients are 

also counselled on appropriate disease 

management methods and their relatives are 

advised and trained to take appropriate and 

timely care. 

organised in Gujarat at the block and district levels. The events were attended by government 

representatives attracting greater public attention. Ra

media coverage’s were planned to highlight the event and spread awareness about the disease. 

PROGRAMME MONITORING

The health administration of the Government of Gujarat has integrated the programme in its 

daily activities. It is run and monitored at various levels of the health system in Gujarat. This 

hierarchical managerial structure ensures the smooth functioning of the programme activities 

at all levels. Right from the nodal medical officer at the block level up

of NHRM in the state are regularly updated about the programmes progress and the work 

being carried out. 
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Figure 6: Camps organized for disease counseling 

Source: Department of Health and Family 

Figure 7: Counseling of children in school  

Source: Department of Health and Family Welfare, Gujarat 

ISEASE COUNSELLING 

In order to prevent the disease from spreading 

further and highlight the importance of managing 

the disease, concentrated counselling efforts are 

conducted.  Counselling is given to young couples 

and their parents, the focus here is on marriage 

counselling so that individuals with sickle cell 

traits and disease do not intermarry. Patients are 

also counselled on appropriate disease 

management methods and their relatives are 

advised and trained to take appropriate and 

Various information, education and 

communication tools have been employed to 

educate the tribal population about the 

disease. These include the development of 

materials like banners, pamphlets, movies, 

jingles in vernacular languages. These 

materials are supplied 

centres and community health centres.

  On the occasion of World Sickle Cell 

Anaemia Awareness Day (19th June), a 

weeklong awareness program was 

organised in Gujarat at the block and district levels. The events were attended by government 

representatives attracting greater public attention. Radio shows as well as television and print 

media coverage’s were planned to highlight the event and spread awareness about the disease. 

ONITORING 

The health administration of the Government of Gujarat has integrated the programme in its 

tivities. It is run and monitored at various levels of the health system in Gujarat. This 

hierarchical managerial structure ensures the smooth functioning of the programme activities 

at all levels. Right from the nodal medical officer at the block level up till the Mission Director 

of NHRM in the state are regularly updated about the programmes progress and the work 
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Figure 6: Camps organized for disease counseling  

Source: Department of Health and Family Welfare, Gujarat 

information, education and 

communication tools have been employed to 

educate the tribal population about the 

disease. These include the development of 

materials like banners, pamphlets, movies, 

jingles in vernacular languages. These 

 to the public health 

centres and community health centres.  

On the occasion of World Sickle Cell 

Anaemia Awareness Day (19th June), a 

weeklong awareness program was 

organised in Gujarat at the block and district levels. The events were attended by government 

dio shows as well as television and print 

media coverage’s were planned to highlight the event and spread awareness about the disease.  

The health administration of the Government of Gujarat has integrated the programme in its 

tivities. It is run and monitored at various levels of the health system in Gujarat. This 

hierarchical managerial structure ensures the smooth functioning of the programme activities 

till the Mission Director 

of NHRM in the state are regularly updated about the programmes progress and the work 
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Figure 3: Screening of Sickle cell disease  

Source: Department of Health and Family Welfare, Gujarat

There is a plan to create a database of all patients and combine it with Gujarat’s E

mother and child tracking system

programme implementation, in determining the facilities made available to patients and 

studying its impact. 

FINANCIAL RESOURCES 

The Sickle Cell Anaemia Control Programme is funded through a 

Health and Family Welfare and Department of Tribal Welfare of Government of Gujarat and 

also receives resources under the National Rural Health Mission. The funds are utilized for 

training health workers in adequate screening, treatment 

procedures, for providing medicines and treatment equipments to the various health centres 

and for payment of salaries and dues to all stakeholders and employees. Government funding 

ensures financial security to the programme.

Such identification has helped in ensuring that adequate treatment and guidance is provided to 

the patients and has also helped in gearing public health services towards tackling the menace 

of sickle cell disease. Patients are properly treated and referred to suitable hospitals for 

appropriate care. 

                        
4 http://www.gujaratinformatics.com/pdf/E
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Source: Department of Health and Family Welfare, Gujarat 

There is a plan to create a database of all patients and combine it with Gujarat’s E

mother and child tracking system.4 This integration will help in tighter monitoring of the 

programme implementation, in determining the facilities made available to patients and 

 

Sickle Cell Anaemia Control Programme is funded through a grant from Department of 

Health and Family Welfare and Department of Tribal Welfare of Government of Gujarat and 

also receives resources under the National Rural Health Mission. The funds are utilized for 

training health workers in adequate screening, treatment and counselling methods and 

procedures, for providing medicines and treatment equipments to the various health centres 

and for payment of salaries and dues to all stakeholders and employees. Government funding 

ensures financial security to the programme. 

 IMPACT  

THOROUGH DISEASE IDENTIFICATION AND 

TREATMENT 

From 2006 till March 2011, a total of 13, 96, 904 tribal 

people have been screened through the programme. The 

screening helped in identifying 10, 673 sickle disease 

patients. Modern technologies like NBS Vibrant 

machines are used for screening, thereby qui

processes and ensuring reliable results. 

Such identification has helped in ensuring that adequate treatment and guidance is provided to 

the patients and has also helped in gearing public health services towards tackling the menace 

isease. Patients are properly treated and referred to suitable hospitals for 

                         
http://www.gujaratinformatics.com/pdf/E-Mamta.pdf 
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There is a plan to create a database of all patients and combine it with Gujarat’s E-Mamta, 

This integration will help in tighter monitoring of the 

programme implementation, in determining the facilities made available to patients and 

from Department of 

Health and Family Welfare and Department of Tribal Welfare of Government of Gujarat and 

also receives resources under the National Rural Health Mission. The funds are utilized for 

and counselling methods and 

procedures, for providing medicines and treatment equipments to the various health centres 

and for payment of salaries and dues to all stakeholders and employees. Government funding 

THOROUGH DISEASE IDENTIFICATION AND 

From 2006 till March 2011, a total of 13, 96, 904 tribal 

people have been screened through the programme. The 

screening helped in identifying 10, 673 sickle disease 

patients. Modern technologies like NBS Vibrant 

machines are used for screening, thereby quickening 

processes and ensuring reliable results.  

Such identification has helped in ensuring that adequate treatment and guidance is provided to 

the patients and has also helped in gearing public health services towards tackling the menace 

isease. Patients are properly treated and referred to suitable hospitals for 
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Patients are also provided with necessary advice and wherever necessary marriage counselling 

is also conducted. Such marriage counselling will prevent the burden

birth in the future. 

Screening and identification of sickle cell disease is gradually increasing life expectancy among 

the tribals and also reducing deaths at infancy. The programme has taken treatment to the door 

step of an otherwise excluded target group.

 

CREATION OF DISEASE AWARENESS

The launching of a state program for the tackling of the disease has taken public awareness 

about the illness to a new level. This awareness is at two levels i.e. service providers and 

medical practitioners as well as tribal patients. 

Medical Practioners have a tendancy to misdiagnose the disease. They are being trained and 

equipped to identify and control the disease and administer required appropriate treatment. 

Among the tribals, a person with si

relatives of patients take special care and ensure that the disease is effectively managed and 

proper follow up is held. 

State level quantitative and qualitative data on the spread of the disease 

This helps in mapping crises zones and devising appropriate and timely strategies for 

controlling and treating the disease.

CHALLENGES AND ENHANCEMENTS

Convincing the tribal population about the need to get themselves screened is a majo

challenge. The government is overcoming these challenges by training its field staff to connect 

with the tribals at a personal level and use innovative information and communication tools to 

highlight the importance of taking part in the programme and fi

A severe constraint in the programme is that the disease does not have a cure. However, the 

disease can be managed effectively. The Government is investing in several Research and 

Development activities to discover ways to cure the disease through stem cel

plans to take up neo-natal screening at a larger scale so as to begin disease management at an 

early stage. The Gujarat Government is planning to set up a Gujarat Sickle Cell Anaemia 

Control Society which will be fully responsible for o

disease in the state. This will create a dedicated team of health professionals for the purpose of 
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Patients are also provided with necessary advice and wherever necessary marriage counselling 

is also conducted. Such marriage counselling will prevent the burden of sickle disease child 

Screening and identification of sickle cell disease is gradually increasing life expectancy among 

the tribals and also reducing deaths at infancy. The programme has taken treatment to the door 

ise excluded target group. 

CREATION OF DISEASE AWARENESS 

The launching of a state program for the tackling of the disease has taken public awareness 

about the illness to a new level. This awareness is at two levels i.e. service providers and 

itioners as well as tribal patients.  

Medical Practioners have a tendancy to misdiagnose the disease. They are being trained and 

equipped to identify and control the disease and administer required appropriate treatment. 

Among the tribals, a person with sickle cell disease is no longer treated with bias. In fact, 

relatives of patients take special care and ensure that the disease is effectively managed and 

State level quantitative and qualitative data on the spread of the disease 

This helps in mapping crises zones and devising appropriate and timely strategies for 

controlling and treating the disease. 

NHANCEMENTS 
Convincing the tribal population about the need to get themselves screened is a majo

challenge. The government is overcoming these challenges by training its field staff to connect 

with the tribals at a personal level and use innovative information and communication tools to 

highlight the importance of taking part in the programme and fighting the disease.

A severe constraint in the programme is that the disease does not have a cure. However, the 

disease can be managed effectively. The Government is investing in several Research and 

Development activities to discover ways to cure the disease through stem cel

natal screening at a larger scale so as to begin disease management at an 

early stage. The Gujarat Government is planning to set up a Gujarat Sickle Cell Anaemia 

Control Society which will be fully responsible for overseeing the control and treatment of the 

disease in the state. This will create a dedicated team of health professionals for the purpose of 
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Patients are also provided with necessary advice and wherever necessary marriage counselling 

of sickle disease child 

Screening and identification of sickle cell disease is gradually increasing life expectancy among 

the tribals and also reducing deaths at infancy. The programme has taken treatment to the door 

The launching of a state program for the tackling of the disease has taken public awareness 

about the illness to a new level. This awareness is at two levels i.e. service providers and 

Medical Practioners have a tendancy to misdiagnose the disease. They are being trained and 

equipped to identify and control the disease and administer required appropriate treatment. 

ckle cell disease is no longer treated with bias. In fact, 

relatives of patients take special care and ensure that the disease is effectively managed and 

State level quantitative and qualitative data on the spread of the disease has been collected. 

This helps in mapping crises zones and devising appropriate and timely strategies for 

Convincing the tribal population about the need to get themselves screened is a major 

challenge. The government is overcoming these challenges by training its field staff to connect 

with the tribals at a personal level and use innovative information and communication tools to 

ghting the disease. 

A severe constraint in the programme is that the disease does not have a cure. However, the 

disease can be managed effectively. The Government is investing in several Research and 

Development activities to discover ways to cure the disease through stem cell research. It also 

natal screening at a larger scale so as to begin disease management at an 

early stage. The Gujarat Government is planning to set up a Gujarat Sickle Cell Anaemia 

verseeing the control and treatment of the 

disease in the state. This will create a dedicated team of health professionals for the purpose of 
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addressing the problem of sickle

in the future. 

CONCLUSION 
In India, sickle-cell anaemia is a major public health problem however its management has 

remained largely inadequate. There is a lack of basic facilities for treating the patients and an 

absence of systematic screening procedures and human capacity.

Sickle Cell Anaemia Control Programme of Gujarat, sets a remarkable precedent of sorts. Other 

states in India where the disease is highly prevalent can learn from Gujarat’s example and 

follow its foot steps to launch similar c

Research was carried out by OneWorld Foundation India (OWFI), Governance Knowledge Centre (GKC) team.

Documentation was created by Research Associate, 

For further information, please contact
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addressing the problem of sickle-cell anaemia. These efforts will make the programme stronger 

cell anaemia is a major public health problem however its management has 

remained largely inadequate. There is a lack of basic facilities for treating the patients and an 

absence of systematic screening procedures and human capacity. Under such circumstances the 

Sickle Cell Anaemia Control Programme of Gujarat, sets a remarkable precedent of sorts. Other 

states in India where the disease is highly prevalent can learn from Gujarat’s example and 

follow its foot steps to launch similar control programmes under the purview of the NHRM.
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cell anaemia is a major public health problem however its management has 

remained largely inadequate. There is a lack of basic facilities for treating the patients and an 

Under such circumstances the 

Sickle Cell Anaemia Control Programme of Gujarat, sets a remarkable precedent of sorts. Other 

states in India where the disease is highly prevalent can learn from Gujarat’s example and 

ontrol programmes under the purview of the NHRM. 
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APPENDIX A – INTERVIEW 

1. Who are the key stakeholders in the programme? What 

mentioned that the programme runs on a PPP model. Can you explain how?

2. Can you explain how the various components of the programme work:

a) Screening: What is the procedure? Please explain the various kinds of screening?

b) Treatment: What kind of treatment is administered? Do patients pay for the 

treatment?  

c) Counselling: What does counselling entail? 

WHO CONDUCTS THESE AC

3. How are the financial needs of the Programme met? Does it run und

Rural Health Mission? 

4. Is their any monitoring mechanism to ensure the smooth functioning of the 

programme? 

5. What are the major challenges faced in the implementation of the programme?

6. What is the future course of action?

7. Have other states shown interest in replicating the initiative?
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NTERVIEW QUESTIONNAIRE 
Who are the key stakeholders in the programme? What are there respective roles? It is 

mentioned that the programme runs on a PPP model. Can you explain how?

Can you explain how the various components of the programme work:

Screening: What is the procedure? Please explain the various kinds of screening?

Treatment: What kind of treatment is administered? Do patients pay for the 

Counselling: What does counselling entail?  

HO CONDUCTS THESE ACTIVITIES AND WHERE DO THEY TAKE PLACE

How are the financial needs of the Programme met? Does it run und

Rural Health Mission?  

Is their any monitoring mechanism to ensure the smooth functioning of the 

What are the major challenges faced in the implementation of the programme?

What is the future course of action? 

hown interest in replicating the initiative? 
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are there respective roles? It is 

mentioned that the programme runs on a PPP model. Can you explain how? 

Can you explain how the various components of the programme work: 

Screening: What is the procedure? Please explain the various kinds of screening? 

Treatment: What kind of treatment is administered? Do patients pay for the 

O THEY TAKE PLACE? 

How are the financial needs of the Programme met? Does it run under the National 

Is their any monitoring mechanism to ensure the smooth functioning of the 

What are the major challenges faced in the implementation of the programme? 


