WSE - Disability Advocacy Programme – 19th and 20th Jan. 11


WELFARE SERVICES ERNAKULAM

BLOCK DISABILITY ADVOCACY PROGRAMME

19th and 20th January 2011

- Documented by Celine, WSE and Mary and Mahesh CBR Forum

Objectives:
· To understand disability, in the social/ human rights context (as this is the basis of defining ‘Disability’ in the Draft New Law)
· To follow-up on the previous six months plans of the DPOs and their federation in the project area of WSE and the 8 partner NGOs from Kerala
· To strengthen the collaboration between local self-government, Govt. Officials Partner NGOs/ DPOs Members 

· To develop the common advocacy plans and to have and another plan for the next six months.

· To develop the common advocacy plans for the next 6 months

Day 1: 19th January 2011

Venue: Angamaly
Participants: Over 50 SHG leaders from 27 SHGs of persons with Disabilities from three Panchayaths namely Thuravoor, Mookkannur and Ayyampuzha of Angamaly Block, 8 Coordinators and DPO Federation leaders of partner NGOs of CBR forum, WSE CBR team, Fr. Jose Bharanikulangara (Regional Director WSE), Mrs. Mary Antony (President Angamaly Block Panchayath ) , Mr. Paul P Joseph , President of Mookkannur Grama Panchayath and Mr. Martin ,Vice President Thuravoor Grama Panchayath had attended in the session.

List of CBR Forum Partners from Kerala who participated include:

1. COD – Ms. Nisha (CBR Coord), Mr. Jospeh

2. WSE – Ms. Shanta Varghese, Secretary, Angamali Block

3. Samridhy – Mr. Anoop (CBR Coord), 

4. Shreyas – Ms. Anu (CBR Coord)

5. Bodhana – Ms. Rana (CBR Coord)

6. Nirmala Sadhan – Sr. Rani Jose (CBR Coord)

7. KSSS – Ms. Mary (CBR W), Mr. Thomas

8. Vosard – Mr. Chakochan, Mr. Joseph

9. NIDS – Sr. Pauline

From CBR Forum:
1. Ms. Mary Battihun, Advocacy Officer, CBR Forum

2. Mr. Mahesh, Advocacy Coordinator, CBR Forum

3. Mr. Pavan Muntha, Board Member, CBR Forum

10:00 – 10:30 a.m. – Registration

10.30-10.40 a.m. – Inaugural Session/ Welcome
Prayer song by Miss Jessie. Ms. Celine Paul, CBR coordinator of WSE, welcomed the participants. Fr. Jose Bharanikulangara inaugurated the programme he expressed his joy and gratitude to CBR Forum. He said that through CBR Forum all these programme and advocacy works is functioning here in WSE. He handed over the session of the day to Mr. Mahesh. 

10.40-10.50 a.m. 
Session on - To understand disability, in the social/ human rights context (as this is the basis of defining ‘Disability’ in the Draft New Law) 
Mr. Mahesh started the Programmes by explaining the two days programme schedule. He informed the group that in the afternoon we expect a Block President and 2 Panchayat leaders. He started the programme with few questions.
Refer Annexure #1 for details on the session: To understand disability, in the social/ human rights context (as this is the basis of defining ‘Disability’ in the Draft New Law)
The following are some of the conclusions arrived at from the above sessions:

1. We can change our own thinking as parents

2. We can change our thinking as person with disability
3. We can change the system

4. We can change human behavior

5. We should work towards that

6. As a citizen of India all have the Right to vote, Right to education, Right to live life with dignity in society
Summing up by Rev. Fr. Paul Cherupilly Asst. Director, WSE -

The basic requirements for a person to live with dignity
1. Recognition
2. Education
3. Job
4. Support of family and community
5. Health 

6. Assertive devices
7. Barrier free environment 

8. Information opportunity
9. Communication 

10. Organized activities. And many others…

10.50-01.00 p.m. 
Seating of the participants in Groups - by Panchayats 

Presentation of the Advocacy Actions undertaken by the DPO during the last 6 months (Refer Annexure #2 for details) 
1. WSE, Kochi - Ms. Shanta, federation leader 
2. Bodhana, Thiruvalla
3. COD
4. Samridhi, Moovattupzha 

01.00-01.45 p.m. - Lunch break

01.45-02.00 p.m. – Interaction with Block/Panchayath Officials – 
Ms. Celine welcoming the panchayat leaders. 
Refer Annexure #3 for details of the session: Interaction with Block/Panchayath Officials
03.00-03.30 p.m. - Agreeing on the Action plan for next six months (Group Discussions)

03-30 – 03.45 p.m. - Consolidation and Vote of Thanks (CBR Coordinator)

04.00 -04.10 p.m. - Tea break and Close of session

-- -- --  -- -- -- -- -- -- -- -- -- -- -- -- -- -- --  -- -- -- -- -- -- -- -- -- -- -- -- -- -- --  -- -- -- -- -- -- -- -- -- 
Day 2: 20th January 2011

Venue: Ponnurunni , Central Office WSE

10.00-10.10 a.m. - Prayer and Welcome speech

10.10-10.30 a.m. - Review of 1st day programme – self introduction of participants:

10.30am - Discussion on Recent Developments
1. Sharing of experiences of NREGA in Andhra Pradesh
2. Census 2011 and Disability

3. Draft New Bill on the Rights of Persons with Disabilities 2011
4. Shadow Report to the UNCRPD
1 Sharing of experiences of NREGA in Andhra Pradesh - an interaction between coordinators and Mr. Pavan, - Swathika, Andrapradesh 
Main points were: -

· Andhra Pradesh Govt. ensured job rights of PWDs through NREGA programme. 

· In Andhra, Govt. provides 150 days job for PWDs 

· If PWD can’t do 150 days work, anybody in home can complete it
· Andhra govt. considered unmarried PWD as a separate family
· If they do 70 % of assigned job 100% payment is given to them
· They have the right to choose job within 5kms

· Labour power group of PWDs have been formed and these groups are provided with less weight materials to do the manual jobs
Suggested Follow-up:
1. If any such programme is needed in Kerala; seek support of Principle Secretary, Rural development or Minister of Rural development.

2. To consider unmarried PWD as a separate family, Contact with Principle Secretary of Panchayath Raj.

2
Interaction with District Census Director – Mr. Joy Puthuvassery
Highlights from his presentation: 

· From 9th to 28th February 2nd phase of census will conduct all over India.

· There are 29 questions in Census form.

· 9th question is to count disability.

· No proof is necessary to verify disability.

· Census is strictly confidential by law.

Mr. Mahesh: gave a brief background on the initiatives taken up by CBR Forum and its partners NGOs for raising awareness on the Census and gave a copy of Census Handbill to Mr. Joy.
Mr. Joy further added that: 

1. There has been a strong lobby by the Disabled Peoples Group to include the question on Disability in Census 2011
2. The question on disability has come to the 9th position
3. Government should have the exact number of disable person to plan for them or to allocate fund. 

4. There is no representation of the disabled in the district level training in Kerala of the enumerators. 

5. Thahasildar is the charge officer for thaluk. Census Instruction manual will be avail with Thahasildar: 

6. It’s the right time to give awareness to the enumerators as their training is going on. 

7. Giving wrong information is illegal.  Sharing of the census data is illegal. And the data collected should be strictly confidential, 

3
Draft New Bill on the Rights of Persons with Disabilities 2011

Collectively, we have been doing a lot of work since the committee has been formed for drafting the new law, we were raising a lot of noise to include the opinion of rural PWDs while drafting the New Law, finally the Ministry of Social Justice and Empowerment have agreed to do the State Level Consultation, though, not at district level but we are happy to see that the State level consultation will be conducted on February; Final draft most probably will be published on February 2nd weeks. But still not sure that if the same will be translated to local languages…therefore all the DPOs and partner NGOs in Kerala have to be vigilant and act fast to ensure the voices of rural disabled people are heard during the consultations and ensure that the draft is available in a Malayalam.
4
Shadow Report to the UNCRPD 

Mr. Pavan mentioned about the initiative taken up by Swadhikar and Parivaar to develop the Shadow Report to the UNCRPD. And the opportunity for partner NGOs and DPOs to participate in the focus group discussions in Kerala.

Continuation: Presentation of the Advocacy Actions undertaken by the DPO during the last 6 months (Refer Annexure #2 for details) with the Report Presentation (DPO)
1. Shreyas Bathery  
2. Nirmala Sadhan
3. KSSS
4. Vosard Kumly
01:00 -01.45 p.m. - Lunch break

01 45- 02 45 p.m. 
Common Advocacy Plans of Partner NGOs/ DPOs for the next 6 Months 
1. Should work on census (Feb. 2011) create awareness among teachers, DPOs, PRI (Panchayat Raj Institution) members, school awareness.

2. Distribute the leaflets on Census to all in our field areas and neighboring places. 

3. Regarding New Law consultation contact commissioner disabilities TVM and SNAC (Bala Vikas Bhavan TVM)

4. Demand for the translation of draft law in simple Malayalam 

5. DPO leaders from across Kerala should participate/get involve in the state level consultation for the New law.

6. Implementation of the outcome of the Special Gram Sabha.

7. DPO leaders from across the state of Kerala should have State Level Consultation for the formation of DPO State level networks.

8. NREGS employments contact Mr. Pavan in case you need some help and guideline.

9. Follow-up to utilize the planned/ unplanned fund of panchayat 

10. Lobby for Housing for unmarried persons with disabilities 

11. Lobby for accessing loans from PMEGP/ KHWDC 

12. Enrolment of CWDs in the new academic year   
02.45-03.00 p.m. - Date of next DAP at WSE- 19/20 Jul 2011
3.00 p.m. - 03.45 p.m. - Tea break and Close of session. 03.45 p.m. two days programme came to an end. Mrs. Celine Paul gave vote of thanks. And conclude the programme.

Annexure #1
To understand disability, in the social/ human rights context (as this is the basis of defining ‘Disability’ in the Draft New Law)
1. What is disability?


· Ans: Physical and Mental Impairments

· The Physical or mental situation which is not normal…

2. What is the cause of disability?

· Ans: Accidents, Hereditary, Marriage of close relatives, Illness etc.

3. What are the difficulties you are facing as a person with disability? 

· Ans: Difficulty in movements, Difficulty for education, Difficulty to do work, isolation in community and family, Dependable to others, inferiority complex, difficult in get job, etc.

4. What are the difficulties faced by your parents?

· Ans. No leisure. Economic problem, Had to spent more time and money to the child. 

· Stigma in the community.

· But why the bank did not give loan?

· Even now banks are not confident about the abilities of PWDs.

· If u get job can u do the job? No or yes? Why PWDs cannot do job?

· Today we come to meeting, why? How?

· Everyone have difficulty yes/no?

· Because they are blind they cannot go to school hence no education, is that right?

· What is inferiority why you don’t like being like this?

· PWDs always compare themselves with others. Social stigma is also a reason for this. Ignorance is the main cause of Disability. Bring changes in the life of PWDs is important. 

Pavan Sir – we don’t need to see as we are disabled just because of the difference in some parts of our body, but as Mahesh has clearly said we need to see that the system and community is making us disability. 

· For e.g. For a person with Hearing Impairment – without sign language he/ she faces a communication gap, and I don’t know Malayalam is another part of disability, so we all have disability…

· For Hearing Impairment we see it as disability but if I don’t understand Malayalam it is not seen as disability why??? So here is disability…

· For Pawan disability is social construct and link with mobility if we remove these barriers then all of us are not disable at all. 

· Since the time we are born we depend on our communication and mobility in one way or the other everything is temporary… because as we grow old we start depending again… 

· In that sense we need to rethink how to make life much easier…more than ability disability is more permanent…

· So, we have to work for society to work as equal citizen of India and not as a disable or burden of the country; Are we citizen or disable person?

Annexure #3
Presentation of the Advocacy Actions undertaken by the DPO during the last 6 months
WSE Kochi

	Issue
	Action 
	Result

	No medicine for mental Illness and epilepsy through PHC
	1. Discussed this issue in Gramasabha.
2. Collected prescriptions that takes medicines and submitted in PHCs. 
3. Follow ups of pet ion to DMO & District Collector.
6.Collected prescriptions and submitted in PHC
	1. Received ensure from panchayath authorities for the supply of medicine through PHCs.  
2. Received information from State Nodal Officer that through NRHM medicine will provide for Rs. 10 Lakh.
3. PHC doctors denied to give medicine, as they have no provision 

	No appropriate education and other facilities for CWDs.
	1. Follow ups of educational scholarships from panchayaths.
2. Motivated parents and teachers who denied CWDS to attend in arts & sports day.
3. Federation contacted with SSA and IED teachers for the improvement of the education of CWDs.
4Conducted Arts & Sports Day competitions.
	1.44 children get educational scholarships
2.Special school training for 02 children
3. Aids & appliances for 02 children through SSA
4. Home based education for 01 child.


	No appropriate job for PWDs 
	1.Submitted project for self-employment in Grama Sabha.
2.Conducted training on Saree painting, Artificial jewelry and Cake making
3. Submitted complaint for denying job that received job cards. 
	1. Panchayath authorities take action for give job for the complaint person
2. 02 PWDs get Govt. Job
3. Some units of IGPs started in saree painting & artificial jewelry.


	Issue
	Action 
	Result

	No social inclusion of PWDs
	1.Take initiative to conduct special Grama Sabha
2. Submitted application to include PWDs in working groups.
3.Conducted training on Gramasabha, Census2011 and New Law for PWDs.
4. Organized street play awareness on census and Gramasabha.
5. Conducted Block consulting meeting on new Law and submitted to Disability Commissioner
6.Send 150 post cards to central ministry of social Justice & Empowerment.
7.Tried for media support on the issue of New law. 
8. Requested Disability Commissioner to convey State Consultation meeting
.9. Conducted awareness rally in connection with World Disability Day.
10 01-federation members conducted in Panchayath election.
11. Requested to major political parties to include PWD issues in their election Manifesto.
12.Requested to Block returning officer to make arrangements for the accessibility of poling Booth.
13. Requested for Guardianship certificate.
14.Take initiatives to include PWDs in Asraya , Asakiran National Health Insurance and EMS housing Scheme
15.Follow up of Accessibility of two public Buildings.
	1.Two panchayaths conducted special Grama Sabhas.
2.Federation member get 27 votes from his ward.
3. Received letter from Disability Commissioner about new law.
Some 
4. Introduced more low floor buses in Angamaly Ernakulam route.

5. Arranged lift, ramp and Handrails in Mini Civil Station.

	
	
	


Shreyas Bathery

	Activities
	Achievements

	Conducted training programme for  federation leaders to contest in Panchayath Election
	Ms. Sainaba contested in panchayath election

She get 236 votes.

Attained public attention on the issue of Disability.

Positive influence on PRIs

	Training programme for IED teachers
	1.Training is given to all teachers through SSA.
2. Give more importance for inclusive education.3. Consider the educational needs of  CWDs

	Distribution of medicine for Mental illness through PHC
	Primary treatment is given to epilepsy, Diabetics, blood pressure, Cancer etc through PHC.

Authorities take decision to continue DMHP programme even after the duration. 



	Training programme to other NGOs for the inclusion of Disabled issues in their existing programme.
	1. Training is given to the representatives of 12 NGOs.

	Training programme  for the newly elected PRIs
	This programme is planned for 11th February 2011.


BODHANA Thiruvalla

	Plan
	Action 
	Result

	Distribution of medicine for Mentally Ill persons
	1.Follow ups for the petition to DMO for the implementation of DMH programme.
	1.24 persons received medicines from PHC for Mental Illness 

	Aids and appliances for PWDs.
	Collective action of federation. SSA and local agencies.
	1. 4 children get qualified aids and appliances.


	Schemes and welfare schemes for PWDs
	EMS Housing Scheme. 
	02 PWds benefited by this scheme

	Accessibility of public service offices.
	Conducted Access audit& follow ups.
	Shifted the front office system of Mallapilly panchayath in to ground floor.


	Plan
	Action 
	Result

	Special Gramasabha
	Conducted Training for special gramasabha
Prepared projects for gramasabha
	Special grama sabha is organized in one panchayath

	Panchayath Advocacy programme
	Interface programme with PRIs and other department heads
	

	Special care for children with learning disability
	Prepared list of LD children and submitted request to BRC
	Regular home based education 
Study Aids for 06 Children
Special classes for LD children


COD, Tamaraserry
1. Distribution of medicine for Mentally Ill patients through NRHM

2. Awareness Classes

3. Medical insurance for 32 PWDs

4. Aids & Appliances for 23 PWDs .04 – Scooter

5. Certificates to 280 PWDs through medical camps

6. Home support for bedridden patient  palliative care programme.

7. Regular school visits

8. Home based SSA service.

9. Enrolling 03 children for special school training

10. Occupational skill training

11. Enrolling in NREGA programme.

12. Loan to SHGs

13. Housing to PWDs-19

14. SHG formation-8

15. Interface programme

16. Networking with different Govt. agencies.
SAMRIDHI MOOVATTUPUZHA

1. Conducted Street play awareness on sensus2011 and other issues of PWDs
2. One federation leader conducted for Panchayath election.
3. Sent petition to Disability Commissioner about New Law.
4. Send petition to Disability Commissioner for the accessibility of polling Booths.
5. Take initiative to provide  Disability certificates in 03 panchayaths
6. Conducted Dharna in one panchayath

Samridhy Muvattupuzha: 

· World disable day celebration (Theme: New law & Census)

· PWDs contested in the election 

· Special gramasabha conducted

Result: 

i. The federation requested forcefully for the special gramasabha. 

ii. Request for the arrangements in the polling booth should be accessible but no result. 

iii. Conducted a Dharna to ensure all PWDs get ID and certificate to access social security benefits 

Nirmala Sadhan

Mrs. Lovely, Abdhul Salam, Sr. Rani Jose (Report Presentation – DPO leader)

1. Ensure that all PWDs have participated in the medical camp conducted by ICDS: 412

2. 38 PWDs got medicine through with the fund of panchayathu (MI, Epilepsy)

3. 17 MI got medicine from Mohanlal’s fund

4. Scholarship request were given 

5. 3 got 20,000 loans with subsidy 

6. 1 lakh for 2 people from disabled corporation to start IGPs

7. Banyan Thread Segregation: given to 4 groups - 80 PWDs got job

8. Special gramasaha conducted - 200 participants 

9. World Disable Day celebration 

10. Attend in a special cultural event at Kotayam -  12 got prize

11. 17 group affiliated to Panchayathu 

12. Request was given to Chief minister to protect the rights of the disabled 

13. 62 PWDs got smart card 

14. Include more PWDs in working committee     

KSSS:

1. Every month DPO Federation review meet with leaders of DPO 

2. Participation In the cultural programmes organized by Lions club 

3. World Disabled Day programmes - Sports and arts competition for differently abled children 

4. Special Grama Sabha,  90% PWDs participated 

5. Special committee in the panchayathu 

6. Access audit conducted in 6 panchayathu 

7. Ramp was made in some panchayathu 

8. List of 68 children collected and give to BRC for scholarship

9. Request give for availability of one SSA teacher in every panchayathu 

10. Request given for day care center in each panchayathu 

11. Medicine for epilepsy is availing through PHC 

12. Medical camps for MR children in every 3 months with the support of Kottayam medical college 

13. Organic farming ((training)

14. Goat rearing, chicks, seeds distribution 

Vosard Kumly: 

1. Identify 24 CWDs and enrolled in regular school under SSA

2. Submit memorandum to education and district education officer following which 5 special educators appointed

3. One care taker contested and won the election 

4. World disabled day programme conducted

5. Special Gamasabha conducted

6. Two day residential training to the DPO leaders 

7. 152 PWDs enrolled in NREGS 

8. Memorandum to gramasabha for supplying nutritious food to CWDs 

9. Memorandum to DMO to supply psychiatric medicine for MI 

Annexure #3
Interaction with Block/Panchayath Officials

Day1 - 19th January 2011: 02.00-03.00 p.m. - Interaction with Block/Panchayath Officials
CBR Coordinator asked the Block Panchayat President Mrs. Mary - What can be done by the panchayats in the next 6 months?

Mrs. Mary Block Panchayathu president: We will promote special Gramasabha that can give assistance for individual persons with disabilities from block, we will collect information from other districts and will try to get better. 

Mr. Chacko, VOSARD 

The block provides fund for SHGs at Rs. 1 lakh for IGP. But even if we apply our Sangas are not getting, what can be done here? 

Mrs. Mary - Because your Sangas are not registering in block. 

Mr. Paul P Master, Mukkannur Panchayat President said that – we will arrange special gramasabha in a barrier free environment; as the disabled are scattered in various place- Combined effort of panchayath and block is needed to get more facilities for the challenged people. The reports of the advocacy programme could be given to panchayats.

Mr. Martin, Thuravur Grama Panchayathu Vice President Panchayathu is very strong agent in mobilizing resources. We are moving to a self-financing system for the medicine for the challenged, we will support the challenged at any time and we are ready - Major Programmes for this term: Land for SC, Home for homeless, centralizing the institutions in the panchayathu building, so that the building will be barrier free

Feedback: majority of the fund is being spent for only aids and appliance; there is need to spend the money more for the IGPs; while selecting beneficiaries there should be criteria for selecting the disabled. 

Mr. Pavan: 

1. Do you know how many PWDS are there in your Panchayat? 

2. How many are included in the NREG? 

3. How many PWDs are included in the Housing programme? 

4. Could you suggest government to consider the un-married disabled also for the housing programme?

Mukkannur, Panchayathu, President: 

The projects would be sanctioned for the challenged under special employment options in NREGP. 

Mr. Anoop
What can be done in panchayathu for making the existing building - build barrier free?

Follow-up Points: 

· Should consider persons with disabilities who are not married also for the Housing Programme

· What can be done immediately to assure all disable people are in the NREGS? The President should take this issue to the Grammasabha, Leader of DPO should also follow-up and discuss this issue in Vikasana seminar.

Official Vote of Thanks by: Mr. Chackochan
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