 AARTH – ASTHA NATIONAL TRUST HELPLINE FOR PERSONS WITH DISABILITIES AND THEIR FAMILIES

REPORT FOR THE THREE MONTHS : APRIL TO JUNE 2008

HIGHLIGHTS


· AARTH - ASTHA’s COLLABORATION WITH THE NATIONAL TRUST FOR THE DISABILITY HELPLINE.

· SHIFTING TO THE PREMISES OF ASTHA’S CENTRE FOR CHILDREN WITH SPECIAL NEEDS.

 AARTH-ASTHA’s COLLABORATION WITH THE NATIONAL TRUST FOR THE DISABILITY HELPLINE:

The Aarth- Astha Disability Helpline was launched in October 2000. Seven years into its’ existence and armed with the fact that there was an urgent need for a facility such as this, the helpline submitted a project proposal to the National Trust. 

In 2007, the Aarth-Astha disability helpline started receiving part-funding by Asha For Education’s Irvine Chapter.

In May 2008, Aarth- Astha entered into a collaboration with The National Trust. The helpline is now part-funded by The National Trust.

It is now known as ‘The Aarth-Astha National Trust Disability Helpline’.

INFORMING ORGANISATIONS ABOUT THE HELPLINE:

The information about the collaboration and the new Helpline number was emailed to all the organizations on our mailing list, spread all over the country.

INFRASTRUCTURE

Shifting of the Aarth – Astha Office:

This quarter has also been marked by the Aarth office shifting first to the Astha centre premises and now into a new room built on the premises.

The Helpline telephone numbers were changed twice. Once when we shifted to the centre and the second time when the collaboration with the National Trust came into effect.

This also resulted in a drop in the number of calls in the month of April and early May. 

Telephones

The collaboration with the National Trust meant that we had to get new telephone numbers. The National Trust support included two new telephones. One of them is used for the helpline and is only for receiving calls. The other telephone is used for making calls to find out information for the helpline and helpline related calls.

Answering Machine:

The Helpline is manned from 8.30 am to 4 pm Monday to Friday. After that, the Helpline is connected to an answering machine. A message was recorded in Hindi to enable callers to leave a message. The message informs callers about the helpline, the areas it focuses on and the timings of the helpline and people are requested to call us back. It is still too soon to comment on how effective the answering machine is. Most of the calls that have been received we have found that people have not left their number or even a message.

 INFORMATION COLLATION

           Updating the Master List for the Helpline:

· Updating an organizing the master copy of the Helpline Referral list: Telephone numbers and contact details of organizations keep on changing. New organizations are set up and organizations venture into providing various other facilities. A regular update of numbers is necessary to effect proper and accurate referrals. The helpline has been updating the master list that is used for referrals. Once these are printed after a final edit, the material will be organized in a way that makes it easier to refer to while attending a call.

· The details of the LLCs [ Local Level Committees] in Delhi were collected. These were sent to us by the National Trust. 

· The list of SNACs [ State Nodal Agency Centres ] and SNAPs [ State Nodal Agency Partners] of the National trust were also compiled for the helpline. These proved very useful in dealing with the calls that the helpline received from various parts of the country.

· The helpline also procured maps of Delhi, Haryana and Uttar Pradesh. These show the various distrists and enable better referrals.

· The Schemes for persons with disabilities extended by the States of Haryana and Uttar Pradesh were collated from various websites and from the Department of Social Welfare, Haryana. Some of these schemes were put together by a volunteer, Mr. Ranjot Punni. 
Working with the volunteer: Ranjot’s contact with Aarth-Astha was through the Helpline. He called the Helpline to say that he was between courses and was keen to volunteer his time with the organization. The Helpline team told him about Astha’s work across all its’ projects. He said that he would like to work with children. We asked him to come and meet us so that we could discuss the various possibilities. When he came and got a better insight into Aarth-Astha’s work – he changed his mind. He said that he would prefer to work with the helpline team. We sat and worked out different things that he could do. It was important to keep in mind the things that he would really like to do. Finally the area of Schemes extended by state governments to persons with disabilities was identified. Three weeks later Ranjot sent us a compilation of schemes for persons with disabilities in Delhi, Haryana and Uttar Pradesh. Now, Ranjot has offered to help with the Helpline analysis at the end of each month even though he is starting his course in two weeks from now.

DELHI HELPLINES’ MEETING: 

 There was a meeting called in May 2008 by TARSHI. TARSHI works in the area of sexual and reproductive health. A few years ago they had initiated a group of Delhi based Helplines. This group of Delhi based Helplines working in different areas such as women, children, HIV- AIDS etc had in the past met on a regular basis. However, over time the group had disintegrated. May 2008 saw the revival of the Delhi Helplines’ meeting. The first meeting was a kind of an introductory one where helplines shared the work they were doing. Certain issues of concern were highlighted and some of these issues will form the basis of further discussion. The group decided that it will meet every two months. 

It is a good forum to form linkages across helplines. It benefits all the helplines to remain in touch, to learn from each other’s experiences and share strategies that they have employed successfully. From the point of view of referrals too, the helplines’ group can form an important link and create awareness among the families they work with.
THE HELPLINE :  ANALYSIS OF CALLS

Calls Received On The Helpline from April to June 2008 : 

In the period April to June 2008 the helpline received a total of 150 telephone calls including three queries over email and eight persons with disabilities and/or their families who came to meet the helpline team [walk-in]. 

Looking at the last four quarters from July 2007 when the Helpline was re-launched with a new number there has been a gradual increase in the number of calls.

July to September 2007      :         Total number of calls =   43

October to December 2007 :          Total number of calls =  69

January to March 2008       :         Total number of calls =   82

April to June 2008              :         Total number of calls = 150

Niramaya, a Health Insurance Scheme: 

One of the reasons for the sudden jump in calls in the month of June 2008 has been the fact that the National Trust issued an advertisement in the newspapers informing people of a Health Insurance scheme, Niramaya. This is a health insurance scheme that is meant exclusively for persons with disabilities. This scheme has been launched by the National Trust.

The Aarth-Astha National Trust Disability Helpline number was also printed. The helpline number was also advertised on the National Trust website as well as The Aarth-Astha Website. Besides this there is the link that Aarth-Astha has with the Just Dial service that also refers a lot of people to this helpline.

The Helpline received 36 calls from people seeking information about the Niramaya Scheme and about the National Trust office. 30 of these were from places outside Delhi and the NCR, including Ahmedabad, Jammu, Jabalpur, Bihar and Chandigarh. These callers were given the numbers of the National Trust appointed person in Chennai who is dealing with the Niramaya scheme. They were also given the contact details of their local SNAC [State Nodal Agency Centre] and SNAP [State Nodal Agency Partner]. 

Challenges and Observations:

There were challenges that the helpline faced in dealing with the calls pertaining to the Niramaya Scheme. These were :

· Aarth-Astha did not have prior information about the advertisement being given. The Helpline was suddenly flooded by calls. It received 53 calls in the week- 23rd  June and 30th June 2008. There were about 36 calls on the first two days itself.

This is the first time that the Helpline was advertised and the results were immediate. Uptil now the main source of the referrals to the helpline has been from the Just Dial service, a telephone enquiry facility.  

· Since the helpline team did not know what the National Trust advertisement was about, the callers who called in the first three hours, from other states were given the numbers of the State Nodal Agency Centres [SNAC ] and State Nodal Agency Partners [ SNAP] in their states.

· After the helpline spoke to the concerned officials at The National Trust, we were asked to also give the number of the person they had deputed in Chennai to answer Niramaya related queries.

The Helpline feels that if Aarth-Astha had prior information about the advertisement being issued, we would have been prepared and equipped ourselves adequately to handle the calls better. 

· The people calling the helpline were under the impression that this was The National Trust number. Once they were told that the helpline was collaboration with them and were given some information about Aarth-Astha, their questions went into other areas as well. They then sought information about other things like the disability certificate, guardianship, education etc.

It is important for people calling the helpline to know that they are calling a helpline that has information beyond the scope of the National Trust. For instance, the caller may require information about education related facilities and once s/he knows that Aarth-Astha is an organization that works with children and persons with disabilities, may venture forth and ask other questions as well. This would make it a more comprehensive information based call.

The Calls received over the helpline:

The three disability areas that are most represented in the calls received by the helpline are:

· Intellectual disability,

· Physical disability and

· Cerebral Palsy.

Of the 150 calls in this quarter, there were 37 calls in the area of Intellectual disability, 32 concerning Physical disability and 13 calls in the area of Cerebral palsy. 

What we need to note here is that, five of the 13 in the area of Cerebral Palsy have been walk in meetings and not just telephone calls.

The three main subject areas, the calls directly linked to disability pertained to, were 

· Education,

· Residential facilities/ Homes and 
· Information on Financial and other schemes extended by the government. 
The calls around Education were all for seeking information about centres and other educational facilities that are available. This again highlights the fact that people still do not have information about where to go and what to do. Despite the fact that they have been to a hospital and have got a diagnosis - yet, there are no referrals that are provided.

There were a total of 21 queries regarding the various Schemes offered by the government including the financial schemes and concessions given. This included information about travel concessions, about where to get aids and appliances, financial support for medical treatment, loans etc.

Continuing the tracking of calls regarding information about residential facilities/ homes the helpline finds that there were a total of 14 calls. There was more of a scatter seen this time. 

· Seven calls were from families of persons with intellectual disability; 

· Two from families of persons with physical disability;

· Two from families of persons with Mental Illness;

· Two from families of persons with Multiple disabilities and 

· One from a family of a person with cerebral palsy. 

While five of the queries pertained to females, there were nine that pertained to males. 

The age of the persons with intellectual disability for whom residential facilities were bring sought ranged from 12 to 58 years. 

Breaking this up into age brackets:

 0 –  18  years        : 3 calls

19 –29  years         : 3 calls

30 –39  years         : 2 calls

40 - 49  years         : 2 calls

50 years and above : 2 calls

There is an increase in the number of calls from families of adults with disabilities . The parents are older and are finding care taking difficult. Earlier analysis shows that many of these calls for homes pertained to young children. This quarter just 3 of the 14 calls concerned children.

About Sameer…


Number of calls:

Very often that one call that we receive leads to many calls. Some are to find out further information, some to establish a linkage and then refer the person. Information is constantly changing and we constantly need to call and check for updates.

Just to get an estimate of the number of calls that we require to make to get back to the caller with accurate and up-dated information, we noted down the number of calls linked with each call. Some callers call back to ask for further / other information. There were 242 calls that were made and received, to work with these 150 calls. Some calls required us to find out information from different sources and then get back with comprehensive information – all this adds up in terms of number of calls and also the time and effort that is required to get the right information from the right person.  

Then there are follow–up calls and Emails that are required to be made, depending on the nature of the call. 

QUERIES  SENT THROUGH  EMAIL:

There have been three queries sent to the helpline email over the last couple of months. 

These were mainly people wanting to volunteer with the organization. Since colleges were closed for the summer break, there were a lot of people who emailed or telephoned the helpline offering their services.

WALK –IN COUNSELLING

Eight persons with disabilities and their families have come to Aarth-Astha to meet the helpline team. Five of them have been persons with Cerebral Palsy themselves. What is heartening to note here is that all of them have come on their own and not through their families!  

About Sanjay…


About Amit…

                                                                                                                          

Amit’s story leads to many questions:

· What happens to children like Amit who have no information on where to go, what to do?

· Amit is 15 years old and most of the shelter facilities are for children upto the age of 14 years. What happens to children in the 15 to 18 year age bracket? Are they not seen as being children?

· Amit was extremely lucky that he met a man on the streets of Delhi who asked him why he was looking so scared. When Amit told him his story, the man called up the Just Dial service and got the Aarth-Astha disability helpline number. That is how Amit got in touch with us. This leaves us with a very uncomfortable set of “What ifs’….”

We wonder who has the answers to the questions regarding the facilities for persons with disabilities who are often abandoned on the road; who face situations that force them to leave home and look for better opportunities; who want to escape the abuse that they are being subjected to within their family…… 

In the coming three months Aarth-Astha would like to research deeper into this issue and take a closer look at what is available for children like Amit.

The helpline also feels that there is an urgent need to be linked with the SNACs and SNAPs across the country. This is necessary as it will enable us to answer queries better. Aarth-Astha has identified areas that need inputs and support from the National Trust to make the helpline more effective.  

Ravi is the 74 year old father of a 42 year old man, Sameer, with intellectual disability. Ravi is now getting on in years and called the helpline to ask about residential facilities where he could send his son. The Helpline discussed other care taking facilities that could be put in place. Information about the disability certificate and guardianship was also shared with him. Ravi had no family support to arrange care taking within the family. Ravi asked the helpline for residential facilities that were supported by the National Trust. The information was downloaded from the National Trust website. The helpline then spoke to these organizations and found out details regarding the facility they offered.  The helpline was thus able to provide information that was directly useful to Ravi.








There have been four sessions with Sanjay, a young boy with cerebral palsy. Sanjay goes to a school near his house. He is also learning to work with various programmes on the computer. He called us and said he would like to come and get information on vocational training possibilities and employment opportunities. 





Sanjay came and shared his life with us. 


Sanjay is a teenager trying to come to terms with his disability. He is feeling restricted at home and is not sure what life would be like as an adult? What would be the opportunities that would be available to him?





 He has been coming in for regular sessions and is being helped explore various avenues and vocational training options.    


The sessions are continuing and a detailed session-by-session account is being maintained. 








Amit, a young boy with cerebral palsy, called the helpline one morning. He said he had run away to Delhi from Rajasthan. His parents had passed away and his older brother was not allowing him to continue his schooling. Amit had just completed class 8 and was very keen to study further. Amit’s brother was also ill-treating him.


 


Amit sounded unsure of what to do. He had taken the bold step of running away from home without knowing what Delhi would be able to offer.





Since he was not too far from Aarth-Astha, the Helpline team asked him to come to the centre. The day went by and there was no sign of Amit. Since he had called us from a PCO, there was no way of contacting him. The helpline team was worried and extremely concerned, but had no way but to wait and hope that Delhi was not unkind to this child on the street.





The only consolation was that the Helpline had also told Amit about Childline and given him their 1098 toll-free number. We had also contacted the Childline and told them about Amit. They promised to keep us informed incase they heard from him.


The next morning, Amit called us again. He had spent the night on the pavement and it had been raining all night. He asked us whether he could come to us. We told him that we had been waiting for him all day. 


Late in the afternoon, he finally arrived. He spent an hour talking to us about his life, his hope and his fears.





The Childline team also arrived. After a police verification that is necessary, Amit went with the Childlines’ team to the safety of their shelter facility.





Aarth-Astha was in constant touch with Childline to track Amit. Amit called us once to ask how we were and to tell us that he was happy at the shelter home.





A month later, Amit was asked to appear before the Child Welfare Committee. They decided that Amit should be sent to Jaipur, Rajasthan being his State. From there he might be sent to the shelter home in the place that he belongs to.


Finally, Amit’s long journey into the unknown resulted in him getting a safe shelter facility and the opportunity to continue his education. He has a long distance still to cover, but the first step in the right direction has been taken.  











