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LIST OF ACRONYMS
BPL

-

Below Poverty Line

CA

-

Carers Association

CBO

-

Community Based organisation

CF

-

Commonwealth Foundation

CW

-

Carers Worldwide

DPO

-

Disabled Peoples Organization

DSHG

-

Self Help Group of Persons with Disability

EOP

-

End of Project

ICDS

-

Integrated Child Development Scheme

ICPS

-

Integrated Child Protection Scheme

JJ

-

Juvenile Justice

M&E

-

Monitoring and Evaluation

MDG

-

Millennium Development Goal

MIS

-

Management Information System

MNREGA

-

Mahatma Gandhi National Rural Employment Guarantee Act

NBJK

Nav Bharat Jagriti Kendra

NGO

-

Non Government Organisation

NRLM

-

National Rural Livelihood Mission

PHC

-

Primary Health Centre

PWD

-

People Living with Disability

QoL

-

Quality of Life

RPD Act

-

Right to Persons with Disability Act 2016

RTE

-

Right To Education Act

SACRED

-

Social Action for Child Rehabilitation, Emancipation, Education

SDG

-

Sustainable Development Goal

SHG

-

Self Help Group

SSA

-

Sarva Shiksha Abhiyan (Education for all Campaign)

UNCRPD

-

United Nation Convention on the Rights of Persons with Disability

Hindi Terms
Gram Sabha

-

Village Council

Indira Awas

-

Government Housing scheme for BPL families

Panchayat

-

Council of clusters of villages (around 5000 voters)

Panchayat Bhawan -

Village cluster’s council building/office

PRI

Panchayati Raj Institution

-
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I. EXECUTIVE SUMMARY
The three years project titled “Promoting the Recognition and Inclusion of Carers of the
Disabled and Mentally ill in India” covering three districts, one each of Karnataka (Koppal),
Andhra Pradesh (Anantpur) and Jharkhand (Hazaribagh) state. The project was financially
supported by Commonwealth Foundation and was implemented by Carers Worldwide in
partnership with SAMUHA, Social Action for Child Rehabilitation Emancipation Education
(SACRED) and NBJK.
The project expected to reach 1200 carers (76% female) of people with a disability or
mental illness or epilepsy and their families. The central aim of this project was to achieve
recognition of the contributions of unpaid family carers and to ensure carer-specific services
are developed to reduce the burden of caring and improve the quality of life of carers and
those for whom they care.
The project also aimed to support three partner organizations to initiate a process of
engagement with carers for including the provision of services along with organizing them
into a network of carers’ groups. These groups were expected to inform and up-skill carers
in the process of engaging with local government and other stakeholders so that they could
play an active role in their own development. It was also expected that putting carers in
touch with other carers, both locally and regionally, would place the issue of carers firmly
onto the development and government agenda. The project approach was based on the
Carers Worldwide holistic model - creating systemic changes for carers, which operates at
two levels:
a. Facilitating the provision of support for carers and their families for improving their
health, wellbeing and economic security and
b. Bringing about systemic change in response to the needs of carers among
government and other agencies locally and nationally.
The methodology followed was participatory, with the involvement of different stakeholders.
An attempt was made to make the process and outcomes of the evaluation as objective
and accurate as possible. Methodologies like desk study, self-evaluation, interaction and
interview with different stakeholders, focused group meetings were adopted. Efforts were
made for pre and post data comparison, albeit with a purposive small sample size.
The project is in line with the local, national and international context like the Indian RPD
Act, ICPS and the global SDG. The intervention logic is accurate and as per the much
perceived and demanded needs of the carers. Most importantly it quite easily establishes
emotional connect. It was found that in comparison to Community Based Rehabilitation
Programmes it is very economic and realistic too. All these make the replication of the
project possible in the future.
Carers Worldwide had experienced that “care giving creates a heavy burden for many,
impacting adversely on carers’ health - both physical and mental and their financial
situation. Extensive care giving can also lead to isolation and social exclusion of the carers”.
This experience was also supported by baseline study findings. The project covered 1963
carers, which is much higher than the set target. The project intervention significantly
improved social inclusion, sustainable livelihoods, the health condition, and leadership
ability of the carers. The emotional, physical, material, social, interpersonal and mental
wellbeing of the carers has also improved. The capacity and confidence of the carers for
care giving has also increased. All these led to improved quality of life of carers.
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The project also contributed in increased recognition of carers, poverty reduction, provision
for care specific services and improvement in the quality of life of care recipients. The team of
project partners have mastered the intervention model of Carers Worldwide and can
potentially independently replicate this project in other geographical areas.
The project has been successful to a large extent in making the issues and concerns of
carers a public discourse. service providers, NGOs, decision makers and elected
representatives have started discussions on carers issues through different platforms.
Entitlement realization and protection of rights along with improvements in the system have
also contributed in improving the quality of life of care recipients.
The framework of effectiveness, efficiency and economy for value for money, gender equity
and partnership is followed in the project. The project was successful in achieving most of
the outcomes and outputs. Effectiveness of the intervention model of Carers Worldwide,
suitable and accurate strategies as per local contexts, timely incorporation of learning,
efficient project management and leadership also contributed in the achievements.
Carers collectives like village level carers’ groups, block level Carers Federations and
district level Carers Associations have been formed and strengthened. The collectives are
involved in advocacy, entitlement realization, protection of rights of carers etc. The
members of the carer collectives have developed basic skills of effective communication,
group management, leadership, entitlement realization. All these will help to continue the
functioning of the Carer Federations after the project. The Carers Associations are in their
infancy stage and will require handholding and support from Carers Worldwide and the
project partners for at least two years to develop and function independently as
organizations in their own right.
Additionally, the advocacy effort and linkage for entitlement realization may continue with
handholding of around one year. Activities like development of human resources, sense of
ownership, self-initiatives by the carer collectives, linkage with government departments,
capacity to mobilize resources, and policy framework alignment will significantly lead
towards sustainability of the project.
Changes in life of carers and PWD would not have been possible without the contribution of
the Commonwealth Foundation. Considering the project design, resources, local context
and external environment the project succeeded in achieving its central aim. The following
specific recommendations may help in consolidating the project as well as in promoting
effective implementation of similar projects:
1. The achievement must be shared with the state and national government, resource
organizations and NGOs for replication of similar projects. Making direct reference to
the international, national and state commitments and priorities may be helpful in
resource mobilization.
2. Opportunities like the implementation of the RPD Act, JJ Act, global SDGs, restructuring
of ICDS along with different flagship programmes of government must be optimally
utilized.
3. Process documentation and dissemination, specific MIS for the project, strengthening
Community Based Alternative Care and consideration of the legal compliances related
to carers may further strengthen similar projects.
4. Systematic and regular advocacy must be done for the caring allowance. Compilation of
the government orders may make the advocacy process more efficient.
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5. Ice-breaking has been done and the Federations and Associations are established, but
they need more handholding support to enable them to work independently and
continue the process that has been started.
6. The Association and Federation members are ready for sharing a number of
responsibilities. They may be optimally utilized after fine tuning.
7. The project is based on the intervention model of Carers Worldwide. A documented
training module based on the model could be developed for broader dissemination and
use.
8. In the project, caring by males has increased slightly. The strategies for involving men in
caring are effective and may be continued and replicated.
9. Continuation and follow ups: Three years is an inadequate time for such a project. At
least two more years will consolidate the efforts. The Commonwealth Foundation may
be requested to continue the support for this period.
II.

BRIEF DESCRIPTION OF PROJECT

The three year project (1st October 2014 to 30th September 2017) titled “Promoting the
Recognition and Inclusion of Carers of the Disabled and Mentally ill in India” covering three
districts, one each of Karnataka (Koppal), Andhra Pradesh (Anantpur) and Jharkhand
(Hazaribagh) state.
The project was financially supported by the Commonwealth
Foundation and was implemented by Carers Worldwide in partnership with SAMUHA,
Social Action for Child Rehabilitation Emancipation Education (SACRED) and NBJK. The
project expected to target 1200 Carers (76% female) of people with a disability or mental
illness or epilepsy and their families.
The central aim of this project was to achieve recognition of the contributions of unpaid
family carers and to ensure carer-specific services are developed to reduce the burden of
caring and improve the quality of life of carers and those for whom they care.
The project also aimed to support three partner organizations to initiate a process of
engagement with carers for including the provision of services along with organizing them
into a network of carers groups. These groups were expected to inform and up-skill carers
in the process of engaging with local government and other stakeholders so that they could
play an active role in their own development. It was also expected that putting carers in
touch with other carers, both locally and regionally, would place the issue of carers firmly
onto the development and government agenda.
The expected results of the project were as follows:
Ultimate
Outcome

Carers will be participating in mainstream development activities and collaborating
with government and NGOs to produce policies to ensure provision for carers

Intermediate
Outcomes

Carers empowered and given a collective voice to lobby with policy makers for
services and provision relevant to their needs
3 NGOs and 3 Carers Associations working with carers via programmes tailored
to meet the unique needs of carers and via government programmes
Carers able to access mainstream programmes offered by district, state and
national government departments, particularly health, livelihoods (including
microfinance initiatives and banks), education

Immediate
Outcomes

1,200 carers, 4,800 family members, 150 communities, government staff and
other civil society stakeholders in 3 districts aware of the needs/rights of carers
60 carers’ groups active
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120 carer representatives across 3 Carers Associations (CA) active and
interacting with government departments and other NGOs
72 NGO staff working with 3 Carers Associations to advocate for carers rights and
services
Medical provision and counselling for 1,200 carers
360 carers engaged in livelihoods and alternative care arranged where needed

2.1 The project approach (Carers Worldwide intervention model):
The project approach was based on the Carers Worldwide holistic model - creating
systemic changes for carers. This operates at two levels:
a. Facilitating the provision of support for carers and their families for improving their
health, wellbeing and economic security and
b. Bringing about systemic change in response to the needs of carers among
government and other agencies locally and nationally.
2.2 Key elements of the project:
The model is comprised of the following elements:
1. Carers’ support groups – creating social networks and supporting emotional
wellbeing
2. Health services –providing access to physical and mental health services, including
counselling services
3. Respite – offering a break from caring responsibilities along with the development of
alternative high quality care options
4. Employment, training and education - facilitating access to jobs, training or
education, tailored to co-exist with caring responsibilities;
5. Advocacy – strengthening the collective voice of carers to advocate for their needs,
leading to changes in policy and practice at local, regional and national level.
The project was expected to address all aspects of the model.
2.3 Key themes/strategies of the project:
The Key Strategies of the project were as follows:
a. Capacity building
b. Building evidence of need
c. Awareness raising
d. Participatory governance (networking)
e. Active engagement
f. Health provision
g. Poverty reduction
2.4 Brief of project funder:
The Commonwealth Foundation is a development organisation with an international
reach, uniquely situated at the interface between government and civil society. The
foundation develops the capacity of civil society to act together and learn from each
other to engage with the institutions that shape people’s lives. It strives for more
effective, responsive and accountable governance with civil society participation, which
contributes to improved development outcomes. The Commonwealth Foundation
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awards grants for sustainable development projects that contribute to effective,
responsive and accountable governance with civil society participation.
2.5 Brief of project holder:
Carers Worldwide is a UK based organization established in 2012, with the objective of
highlighting and tackling the issues faced by unpaid family carers in low and middle
income countries. There are many organisations working with people with long term
illness or disability but the needs of carers – most of whom are family members – are
widely neglected. The effects of caring on physical and mental health and emotional
wellbeing can be devastating. Carers Worldwide believes that carers require
recognition, support and opportunities in order to improve the quality of their lives and
those for whom they care. Working with carers of the sick and disabled is an area that
has been neglected by governments, NGOs and other agencies in low and middle
income countries. In contrast, in high income countries, there is a dynamic network of
agencies working with carers and there is government provision to ensure social
protection of carers. Carers Worldwide remains the only international NGO
focusing exclusively and strategically on the issue of unpaid family carers in low and
middle income countries. It is operating in India, Nepal and Bangladesh, through local
organisations and transforming the lives of over 7,700 carers and over 30,000 family
members.
2.5 The strategic goal of Carers Worldwide:
The strategic goal of Carers Worldwide is to serve as catalyst to:
• Bring about systematic change in the work of governments, charities and other
agencies so that they recognise and respond to the needs of carers in developing
world
• Facilitate the provision of support for individual carers and their families in the
developing world, bringing them better health, wellbeing and economic security
2.6 Key references used by evaluator:
In line with the project’s ultimate outcome the following references besides the project
documents were also used by the evaluator:
• Persons with Disability (Equal Opportunities, Protection of Rights and Full
Participation) Act, 1995
• Right to Persons with Disability Act, and National Policy for Persons with Disability
• Restructuring of ICDS
• National Trust for Welfare of Persons with Autism, Cerebral Palsy, Mental
Retardation and Multiple Disability Act, 1999 (with particular reference to provision
for Guardianship)
• Integrated Child Protection Scheme (ICPS), Juvenile Justice Act model rule 2016
(with particular reference to Foster care and Sponsorship)
• Millennium Developmental Goal (MDG) and Sustainable Developmental Goal
III.

EXTERNAL AND INTERNAL SITUATIONS

3.1 Change in legal framework:
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During the implementation of the project, the Right to Persons with Disability Act 2016
was enacted. In this act, for the first time there is special mention, definition and provision
for carers. The term ‘care giver’ has been used in the Act. As per the act “care-giver1”
means any person including parents and other family members who with or without
payment provides care, support or assistance to a person with disability. This is in
alignment with the understanding of Carers Worldwide about carers. Though the
perspective of the Act is focused on persons with disability, there is an attempt to
recognise the efforts of care-givers and a provision for a care-giver allowance 2 to
persons with disabilities with high support needs. The need for capacity building of
carers was also realized and reflected as ‘initiate capacity building programmes
including training in independent living and community relationships for families,
members of community and other stakeholders"3 as well as training for care providers
on care giving and support.
The Juvenile Justice Act model rule 2016 came into force on 21st September 2016. Rule
23 and sub rules iii and iv of rule 24 focus respectively on foster care and sponsorship.
These are directly related to care of children with disabilities.
3.2 Changes in the project:
Some semantic changes were made in the performance framework to improve the
clarity of the project logic model. During the second year of the project, coverage by
NBJK and SACRED was increased.
IV.

PURPOSE AND METHODOLOGY OF EVALUATION

4.1 Purpose of Evaluation:
The evaluation will study the project cycle for relevance, effectiveness, efficiency,
impact and sustainability. It will study the Carers Worldwide (CW) model of intervention
and thereby look at the impact of caring; role of support groups, their networks and
district level associations.
The evaluation results will be used to:
a. Design future direction specifically in these projects and for Carers Worldwide as an
organization
b. Strengthen the case for increased recognition and support for carers
c. Influence development policy and the case for inclusion of carers
The evaluation has two explicit objectives as follows:
1. To independently verify (and supplement where necessary), the grantees’ record of
achievement as reported through its Annual Reports and defined in the project logic
model
2. To assess the extent to which the project met its objectives; achieved results which
would not have happened without the Commonwealth Foundation funding; and
aligned with the strategic goals of Carers Worldwide
4.2 Evaluation Methodology:
1

2.1 (d) of RPD Act. ,
2.i of section 24 of RPD Act
3
1.c of section 47 of RPD Act
2
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The methodology followed was participatory, with the involvement of different
stakeholders. An attempt was made to make the process and outcomes of the
Evaluation as objective and accurate as possible. The major steps were as follows:
a. Desk Study

Basic information was gathered about the project
from the documents provided by CW and
partners. It included Annual Progress reports,
project proposal, project logic model and baseline
report.

b. Self Evaluation

A self-evaluation format was developed. The
project team was provided with the format before
the field visit. The format was filled through
participatory process and the duly filled in format
was provided to the evaluator after completion of
evaluation process.

c. Field Visits

Project villages, carers, offices of the partner
organizations and government departments were
visited to gather information related to the project.
Meetings with carers, their group and Carers
Association members and project teams were
also conducted to collect information. Interactions
with community leaders, along with observation,
review of documents and reports were other
sources of information. Villages to visit were
selected by the partners and one village in each
project site was selected randomly by evaluator.

d. Post Project Survey

Post project survey was done using the baseline
survey tool with 5% of the carers to collect
comparative data.

e. Analysis & Reporting

Following the visits, the data was analysed.
Inferences were drawn and a draft report was
prepared on the basis of the evaluation data, field
visit findings, collation and analysis of qualitative
and quantitative reports provided by partners. As
per the need, additional information and
clarifications were sought from the project
management team. The draft report was sent to
Carers Worldwide and it was shared with the
partners also.

f. Final report

A final report incorporating the agreed feedback
from the partners and Carers Worldwide was
prepared and was submitted to Carers Worldwide.

The external environment, challenges and opportunities, and recent developments in
the rehabilitation/caring sector were also kept in mind during the evaluation. The
evaluation plan and evaluation questions are annexed as Annexure-1.
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4.3 Delimitation of the evaluation:
The post project survey sample size of 5% was a small sample. An effort was made to
make the evaluation process participatory, inclusive and objective as far as possible.
The project is being implemented on a common logical framework but the
documentation process and tools used by the partners were not exactly same. This
delimited the scope of analysis.
Though the partners are using different tools for documenting the progress of the
project, the dearth of uniform MIS for tracking individualized inputs/outputs with carers
delimited the objectivity of the findings and the evaluator had to consider the
reports/data provided by the partners. An effort was made to mitigate this delimitation
by cross checking the data provided and selection of one at least one village in each
project site randomly.
The project was designed to reduce carers’ burden and improve the quality of life of
carers and those for whom they care. Changes in the situation of persons with disability
and the carers’ lives could be measured using the survey tool and MIS. However, no
standard tool was used to measure the impact of the carers’ improved quality of life on
the status of the cared-for persons with disability. Interviews of the purposive sample
were used to find out the correlation.
V.

RESULTS

5.1 Overall Results
The ultimate aim of the project was to reduce carers burden and improve the quality of life
of carers and those for whom they care. A 5% sample was randomly selected by the
partners and a post project assessment was conducted using the same tool used during the
baseline data collection. The results of the major components are as follows:
5.1.a. Changes in Health, Livelihood and Social Status:
The logical model of Carers Worldwide believes that caring for a person with disability
without any additional support significantly affects the livelihood, health and social
participation of the carers. The table shows the progress towards these core areas
following the implementation of targeted support for carers:
#
1
3
4
5

Components
Livelihood – Number of carers employed
Carers experiencing health problems
Membership of an SHG
Membership of another community group

Baseline %
39.5
26.9
45.5
10.9

EOP %
93.34
15.00
100
11.66

100
80
60
Baseline

40

EOP

20
0

Tangible livelihood Health Problem
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The table reflects that due to the project intervention tangible livelihood has increased
by 53.84%. The project also contributed to reducing health problems from 26.9% to
15%. All carers suffering from health problems were linked with proper medical care.
They were also linked with carer specific self help groups. Though very limited, broader
social representation of the carers also improved. Around 0.76% additional carers
became members of other organised groups.
5.1.b. Changes in monthly income:
During the baseline assessment it was found that around 62.3% of carers had no
substantial livelihood and one of the major sources of income was social security
allowance. They had limited opportunity, linkages and resources for livelihoods. The
table below reflects the increase in average monthly income of the carers following the
project:
#
1
2
3
4
5

Components
Average monthly Income of carers
Number of carers with no monthly income
Income Rs. 00-1000
Income Rs 1000-3000
Income Rs 3000-6000

Baseline %
664.0
60.5
11.9
22.9
2.9

EOP %
3541
6.66
8.34
25.0
60.0

80
60
Baseline

40

EOP

20
0
0

00-1000

1000-3000

3000-6000

The project has significantly contributed in increasing the income of the carers. The
average monthly income of the carers has increased to Rs. 3541 from Rs. 664. Only
6.66% of carers have no income in comparison to 62.3% having no income at the start
of the project. There is no major change in the monthly income range of INR 0-1000
and INR1000-3000 but the number of carers having substantial income (above Rs.
3000 per month) increased by 57.1%.
The major factors contributing to increment in income were: linkage and support for
self-employment, skills diversification for the livelihood, market linkage, linkage for value
addition, linkage with social security allowance, improvement in health condition,
emotional support and guidance.
5.1.C. Changes in quality of life:
Quality of life and wellbeing are directly correlated. Wellbeing is a complex construct
that encompasses multiple domains such as physical and mental health, happiness,
and life satisfaction. Quality of life (QOL) is defined as an individual’s perception of their
position in life in the context of the culture and value systems in which they live and in
relation to their goals, expectations, standards and concerns (World Health
Organization Quality of Life Group, 1995).
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A rating questionnaire was used for measuring the wellbeing of the carers during the
baseline assessment study. The same questionnaire was used for measuring post
project status.
C.1 Concern about personal life
Not having enough time for self
A
B
C
D

A lot

Not being able to take break from caring
Not being able to plan for future
Not being able to continue caring

Quite a bit

Little

Not at all

27.86

44.09

19.55

8.51

00

20

53.33

26.67

17.40

46.69

27.08

8.83

02.22

11.11

62.22

24.44

17.21

32.14

33.05

17.6

04.44

8.89

62.22

24.44

11.30

27.66

27.86

33.18

02.22

08.89

17.78

71.11

: Baseline (n=1540),

EOP (n=60)

The impact of caring on carers’ personal lives reflects some significant changes post
project. The frequency of personal concerns like not having enough time for self, not
being able to take a break from caring, not being able to plan for the future and not
being able to continue caring has decreased significantly.
C.2 Concern about relationship
Strains in relationship with friends and
A
B
C
D

A lot

Quite a bit

Little

Not at all

23.96

39.81

24.09

12.14

family members

00.00

28.89

66.67

04.44

Drifting apart from friends and family
members

12.08

45.39

31.88

10.65

00.00

20.00

71.11

08.89

Feeling isolated and lonely

13.44

29.94

37.27

19.35

02.22

26.67

57.78

13.33

07.73

24.09

32.60

32.58

06.89

15.33

60.00

17.78

Not getting the support needed from
family and friends

: Baseline (n=1540),

EOP (n=60)

The improvement in relationships is clearly reflected. The conditions in all four variables
- strains in relationship with friends and family members, drifting apart from friends and
family members, feeling isolated and lonely and not getting the support needed from
family and friends have improved. Of particular note are the first two (strains in
relationships and drifting apart from friends and family) for which no carer indicated
these as very frequent post project and their incidence became zero from 23.96 and
12.08 respectively.
C.3 Concern about finance
Worried about financial situation
A
B

A lot

Has to cover extra cost of caring

: Baseline (n=1540),
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Quite a bit

Little

15.97

47.27

28.31

08.44

02.22

26.67

57.78

13.33

08.70

33.77

35.22

22.01

08.33

65.00

17.78

08.89

EOP (n=60)
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The data reflects that before the project, 15.97% of carers were significantly worried
about their financial situation. After the project, this figure had dropped to only 02.22%.
13.33% of carers (in comparison to 08.44% at the start of the project) reported that they
had no financial concerns. As far as the extra costs of caring is concerned there was a
decrease in concern amongst carers, in spite of inflation.
C.4 Concern about physical health
Worried about physical health
A
B

A lot

Caring role making physical health worse

Quite a bit

Little

Not at all

11.30

44.16

27.86

16.69

02.22

13.33

64.44

20.00

04.29

34.03

26.88

34.81

00.00

15.56

64.44

20.00

: Baseline (n=1540),

EOP (n=60)

The data reflects that the number of carers with concerns about their physical health
has significantly decreased. Similarly, the number of carers considering that their caring
role has worsened their physical health has also decreased significantly from 38.32 to
15.56%.
Concern about mental health has been shown in the following table. The data reflects
that the carers situation of being frequently unable to cope with the constant anxiety of
caring has decreased from 61.37% to 8.89%. Similarly, before the project, 60.07% of
carers reported feeling depressed and this has dropped to only 8.89% after the project.
The number of carers reporting that they are frequently unable to see anything positive
in life has dropped from 44.89% to 13.33%. Lack of sleep because of worry and stress
has also decreased in the majority of cases after the interventions of the project.
C.5 Concern about mental health
Being unable to cope with the constant
A
anxiety of caring

B

Feeling depressed

C

Being unable to see anything positive in
life

D

Lack of sleep because of worry or stress

E

Feeling so exhausted that can’t function
properly

A lot
19.16
00.00
16.69
00.00
13.12
04.44
09.16
04.44
05.78
06.67

: Baseline (n=1540),

Quite a bit
42.21
08.89
43.38
08.89
31.69
08.89
30.00
46.67
23.96
31.11

Little
24.81
57.78
26.10
77.78
39.81
42.22
40.97
33.33
29.22
40.00

Not at all
13.83
33.33
13.83
13.33
15.39
44.44
19.87
15.56
41.04
22.22

EOP (n=60)

C.6 Concern about being treated differently
People treat differently because of the
A
illness or condition of the PWD

A lot

Quite a bit

Little

Not at all

04.09

34.55

32.34

29.03

00.00

20.00

48.89

31.11

The number of carers saying that people frequently treat them differently because of
the illness or condition of the people they care for has become nil from 04.09%. 31.11%
of carers reported that they had not experienced this kind of discrimination at all during
last year, an increase of 2% from the start of the project said that such situation did not
occur with them during the last year.
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C.7 Desire for further support
Desire of more support to help in care work
A

Not at All Yes, a little

: Baseline (n=1540),

Yes, a lot

04.55

65.19

29.03

33.33

64.44

02.22

EOP (n=60)

The number of carers who believe that they have sufficient support available to them to
take care of their disabled relative has increased to 33.33% from 04.55%. The number
of carers who require little additional support is almost the same as the baseline figure,
and the number of carers still needing additional support has decreased significantly to
02.22% from 29.03%.
Overall Interpretation:
Carers Worldwide had experienced that “care giving creates a heavy burden for
many, impacting adversely on carers’ health - both physical and mental - and
their financial situation. Extensive care giving can also lead to isolation and
social exclusion of carers”. This experience was also supported by the baseline
study findings.
The project intervention significantly improved substantial livelihoods, family
income, alternative sources of income, linkages with resources and market,
health condition, social inclusion and support for the carers. Different
components of wellbeing i.e. physical, material, social, interpersonal and mental
of the carers have also improved. The capacity and confidence of carers for care
giving has also increased.
Together, all these factors have contributed in reducing the burden of caring and
led to improved quality of life of carers, which was one of the major aims of the
project.
5.2. Assessment of the accuracy of reported results
The progress reported by the partners in the annual progress reports and individual
carers documents was cross checked during the field visit. The report was found as per
the actual achievements in the field.
The partners have been maintaining details of the carers’ groups and individual data of
the carers along with the details of the support provided. The status of individual support
is as per reporting.
5.3. Relevance of the project
5.3.a. Relevance with reference to international and national context:
Sustainable Development Goal 54 focuses on “achieving gender equality and
empowering all women and girls”. One of the targets for this is to “Recognize and
value unpaid care and domestic work through the provision of public services,
infrastructure and social protection policies and the promotion of shared responsibility
within the household and the family as nationally appropriate.”
The central aim of this project was to achieve recognition of the contributions of
unpaid family carers and to ensure carer-specific services are developed to reduce
4

Declared on 12th August 2015
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the burden of caring and improve the quality of life of carers and those for whom they
care.
The ultimate expected outcome of the project is that carers will be participating in
mainstream development activities and collaborating with government and NGOs to
produce policies to ensure provision for carers. The project started in 2014 but it is in
the line of SDG-5 and the ultimate expected outcome also contributes to this.
Over the last 2 decades, there has been a progression from a ‘service providerbeneficiary’ approach through a ‘service provider-client’ one, which is now moving
towards a ‘client-owner’ emphasis. International policy statements now underscore
the importance of rights and inclusion. The project is exactly in this line and the
promotion of Carers Associations supplements this.
During the implementation of the project, the Juvenile Justice Act model rule 2016 came
in force on 21st September 2016 and the Right to Persons with Disability Act 2016 was
enacted on 28th December 2016. The new Acts also mention carers and in spite of
changes in the legal framework5 the project remained quite relevant in the national
context.
5.3.b. Relevance with reference to coverage:
Koppal

Anantpur

Planned

Actual

Hazaribagh

Planned Actual Planned

Total

Actual

Planned

Actual

1

States covered

01

01

01

01

01

01

03

03

2

Districts covered

01

01

01

01

01

01

03

03

2

Blocks covered

01

01

03

03

04

06

08

10

4

Villages covered

69

69

132

102

49

71

250

242

5

No. of carers

300

300

500

835

400

828*

1200

1963

It was proposed that 1200 carers across eight blocks and three districts would be
covered. During the project period, a division of the blocks of Hazaribagh took place.
Two new blocks in Hazaribagh were therefore also covered thus making the total
number of blocks 10.
During the first year, 1540 carers were identified and their baseline data was collected.
During the second year, 455 new carers were identified thus making the total number of
identified carers 1963. During the last year of the project 485 new carers were identified
by NBJK in two new blocks. Altogether NBJK has identified 1313 carers. As the
individualized data of the new carers was not yet completed by the project end, the data
used in this evaluation is that from the second year of the project.
Total Identified carers (Gender Wise):

Carers Female
Expected
Identified
EOP
Baseline
5

1200
1963

912
1614

%

Male

%

76
82.22

280
349

24
17.77

100
80
60

Baseline

40

1540

1298

84.30

242

15.70

EOP

20
0

Male

Female

Refer 3.1 for details
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A total of 1963 carers have been identified. 82.22% of carers are female while only
17.77% of carers are male. It was expected that the number of male carers would
increase at least up to 24%. Though it has increased, it is significantly below the
expectation.
In the Indian patriarchal society, the female is still considered responsible for the
household work including caring. During the evaluation process it was observed and
verified with the records that in many households though the female has been
recorded as the primary carer, the role of male family members in providing care
has increased significantly.
Incidences of fathers taking responsibility for caring in the absence of the mother (if she
has gone to market, field or to attend a meeting) and during holidays could be observed.
It was reported that before the project the fathers used to spend their leisure time with
their friends. During the project period there was a significant shift as they recognised
the significant caring responsibilities being borne by their wives and they started giving
more time to family.
Age-wise details of the carers:
Age

0-20 yrs

%

20-60 yrs

%

60+ yrs

%

Total

Baseline

43

02.79

1444

93.77

53

03.44

1540

EOP

50

02.54

1849

94.19

64

03.26

1963

The age wise details reflect that there has been no significant change in the age pattern
of the carers. Caring by the productive age group has slightly increased and the number
of minors and elderly carers has decreased marginally. There are still 114 identified
carers in these two groups, which is an area of concern because they themselves need
care and protection. Some of the elder carers have no other family member to support
them. In India, the process has been started for the Alternative Child Care (Sponsorship
& Foster Care). Intensive efforts must be made for exploring and promoting
alternative care in cases where minors and the elderly are bearing the major
burden of care.
Details of the care recipients (Gender Wise):Total

Female

%

Male

%

Baseline

1540

604

39.20

936

60.80

Recipients- EOP

2012

804

39.96

1208

60.04

A total of 2012 care recipients have been identified from 1963 families. This indicates
that some families have more than one care recipient, the total number of additional
care recipients being 49. The male recipients are 60.04%. In India the sex ratio of
male: female persons with disability are around 56:44. In this project therefore,
the number of recipients appears slightly inclined towards male.
Selection criteria of the care recipients were analysed to explore the reasons for this
difference. It was reported that severity of the disability and the need for caring support
were considered as key criteria for selection. Persons with intellectual and multiple
disabilities were also given preference.
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Details of the care recipients (Age Wise):-

Recipients

00-06 yrs
M
F
67
48

06-18 yrs
M
F
365
241

18-60 Yrs
M
F
701
492

60+ yrs
M
F
75
23

Total
M
F
67
48

The caring responsibilities of the carers depend on the age of the care recipients. In the
early years, carers need more rehabilitation services and training along with guidance
and counselling, while social security and mobility were the major needs reported by the
parents of the older care recipients.
Details of the care recipients (Disability Wise):Total

0-6 Yrs

6-14 Yrs 14-18yrs 18-59 Yrs

60+ yrs

Total

M

F

M

F

M

F

M

F

M

F

M

F

Blindness

0

1

1

10

4

7

27

25

5

2

37

45

82

Low Vision

1

1

4

6

1

3

25

22

5

4

36

36

72

Hearing Impairment

2

3

20

19

6

12

50

41

3

4

81

79

160

Locomotor

3

5

11

8

11

11 252 166

15

5

292

195

487

Mental Illness

0

0

11

3

6

2

85

61

5

0

107

66

173

Mental Retardation

20

12 102

49

29

23 122

90

9

4

282

178

460

Cerebral Palsy

34

18

60

31

12

7

12

5

0

0

118

61

179

Multiple Disability

5

4

41

19

15

6

14

13

3

1

78

43

121

Leprosy Cured

0

0

1

0

1

0

5

0

2

0

9

0

09

Seizure Disorder

0

0

2

0

0

0

0

0

0

0

2

0

02

HIV/AIDS

0

0

2

0

0

0

0

0

0

0

2

0

02

Epilepsy

2

3

14

16

11

10 103

67

24

3

154

99

253

Others

0

1

0

0

0

0

2

4

0

10

3

13

Total

67

48 269 161

96

81 701 492

75

23 1208 805

Type of Disability

%

6

2013

3.33 2.38 13.36 8.00 4.77 4.02 34.82 24.44 3.73 1.14 60.01 39.99 100.00

The number of care recipients is more in the category of locomotor disabilities, mental
retardation (intellectual disability) and cerebral palsy. Amongst the latter two groups,
there are more children. It was reported that carers of these groups demand early
intervention and rehabilitation services. The level of knowledge and skills to deal with
these two types of disability, along with multiple disabilities, is limited and carers are in
great need of support. This is also relevant in the context of the newly enacted RPD Act
2016, which focuses on intensive caring of persons with disability with high support
needs. The reach of the project is judged adequate and as per the need of
community.
5.3.c Intervention logic:
The project goal and purpose remained relevant throughout the project period and are
still relevant. The design of the baseline survey provided the necessary data for
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comparison with the end result. The model of Carers Worldwide and the intervention
logic is appropriate and realistic. The key strategies including capacity building,
awareness raising, networking, linkage with health services and poverty reduction
remained relevant throughout the project.
A logical framework has been developed for the project. The expected ultimate outcome,
intermediate outcome, short term out comes and output indicators are specific, realistic
and relevant. Most of the indicators are qualitative in nature. Also, some of the output
indicators appear like activities e.g. Meetings held in communities to promote carers’
needs and rights (output 1.1.3). The intervention design therefore has scope for
improvement in terms of objectivity.
5.3.d Relevance with reference to Needs:
It was identified that the key needs of the carers and the care recipients are: guidance
and counselling, sharing, emotional support, recognition of the carers, policy support for
caring, linkages and support for livelihoods, medical services, capacity building of the
leaders and staff of the partners and carers themselves. All these needs have been
effectively met.
Carers prominently expressed the need for the “Transit Shelter” and guardianship for
the persons with intellectual disability. Though SAMUHA and SACRED are also
members of the Local Level Committee formed under National Trust for providing
guardianship, this need has not yet been addressed properly.
5.3.e Needs which emerged that were not the main focus of the project:
Efforts were made but not very systematically or as intensively as needed to address
the following needs: state level advocacy for policy influence, linkage with water and
sanitation programme of government, information centre (source of updated
information), information about circulars, linkages with schemes related to caring such
as the ICPS and National Trust. The group members also expressed the need for an
emergency fund at the district level. carers have developed skills for better management
of the persons with disability, but they need more inputs for dealing with behaviour
problems.
The parents in general and working parents in particular expressed the need for
Day Care Centres. In Marella village, Anantpur, parents also demanded to increase the
timing of the existing Community Care Centre and to convert it into a Day Care Centre.
They were even ready to pay more for this service. During the restructuring of the ICDS
system, provision for converting 5% of ICDS centres into crèches on demand has been
made. This may be explored to meet this need in future.
Proper nutrition of the care recipients also emerged as one of the concerns of the
carers. The project design did not have any provision for such intervention but this may
be included in the awareness component. Information about locally available
economical edibles with high nutrient values can be shared (details already available).
SAMUHA did conduct training of this nature for carers. The recognition of the carers
contribution or the discrimination against them in the family is associated with the family
dynamics. carers were able to access counselling as part of the project. The fathers of
care recipients, even if not the primary carer were also able to receive counselling. The
need for more family counselling emerged. It was suggested by the carers’ group
members that the Carers Federation members (not from the same village) may play this
role after being appropriately trained.
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5.4. EFFECTIVENESS OF THE PROJECT
The accomplishment of the project towards impact, intermediate outcomes, short term
outcomes and outputs are per the plan. There were some lapses in relation to intermediate
outcome no. 2 but considering the context, manpower available to the project partners,
project period, existing facilities and challenges the project has overall been effective in
bringing about the anticipated changes.
5.4.a Achievement:
Intermediate outcome 1
Carers are empowered and given a collective voice to lobby with policy makers for
services and provision relevant to their needs
Indicator

Details

Carer join the
group

A total of 1963 carers have been identified. 1779 carers 90.62%
(target 80%) have joined a group. It was reported that around 65-70%
carers participate regularly in the group level meetings.

Formation of the
group

148 carers’ groups have been formed (target 60). It was reported that
141 groups are functional and meet periodically as per the plan. 78
groups are involved in thrift and credit also. 14 groups have been linked
with National Rural Livelihood Mission.

Awareness of
rights,

Though only a few group leaders could articulate their basic rights,
most of the carers articulated at least three provisions/schemes
available for them.

Intermediate outcome 2
3 NGOs and 3 Carers Associations working with carers via specific programmes tailored
to meet the unique needs of carers and via government programmes
Indicator

Details

3 NGO working
with carers

The staff and the management committees have been oriented on the
model and approaches of Carers Worldwide. They are not only working
with carers in this project but have also internalized the model and are
including issues of carers in other projects and their vision statements.
They have contributed significantly in this low budget project (as per
the scope of work) through utilizing their human resources and
infrastructure. They have also mobilized tangible local resources in
cash and kind.

Carers
Association

10 Block level Federations and 3 project level (district level) Carers
Associations have been formed. All three Carers Associations have
been registered.

Carers
accessing
programmes of
NGO and Govt.
(Target-60%)

Around 90% of carers are accessing different schemes and provisions
of the government and programmes of the partner NGOs. In all three
project locations, the following services of other ongoing projects were
utilized to serve the carers/care recipients: therapeutic intervention,
medical treatment, providing assistive devices, microcredit, and linkage
with livelihood activities. Incidences of linkages with services like
Childline, Family Counselling Centres, District Medical Health
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Programmes, and Spinal Cord Rehabilitation were also observed.
Intermediate outcome 3
Carers able to access mainstream programmes offered by district, state and national
government departments, particularly health, livelihoods (including microfinance initiatives
and banks), education
Indicator

Details

Carers
accessing Govt.
Programmes
(target 30%)

The carers individually as well as in their groups have started to
mobilise for realisation of their entitlements. It was reported and shared
by the carers during interactions with them that around 75-80% of
carers/care recipients have accessed at least one entitlement since the
start of the project, including: Disability Certificate, Disability
allowances, Ration Card, support for constructing toilets, daily wage
work under MNREGS, health treatment, widow pension, assistive
devices, enrolment of CWD in schools, accounts in the bank and
insurance coverage, housing schemes.

5.4.b Details of entitlement realization:
Govt. Schemes

No.

Govt. Schemes

No.

Govt. Schemes

No.

Livelihood linkage

471 Assistive Devices

180 Widow Pension

36

Disability Certificate

861 Enrolment in School

111 Old Age Pension

81

Disability Allowances

766 Housing Schemes

Ration Card

531 Linkage with NRLM

Toilet Construction

518 Gas Connection

Health Treatment/ Surgery

282 Niramaya

76 MNREGS

431

306 Travel Concession
19 Others

494
47

363

5.4.c Achievement towards output:
The progress towards the outputs is as follows:
Planned Output

Target

Baseline

Achievement

1.1.1 Capacity of partner
organisations
strengthened to
address the needs and
promote the rights of
carers

#

80% of partner staff
trained express the
opinion that after the
training programmes, they
are confident to address
the needs and promote
the rights of carers

Partner
organisations are
not equipped to
address the
needs and
promote the rights
of carers

The project management and
field staff could articulate the
issues of carers and the model
of intervention for support.
They confidently promote the
rights of carers as per the
planned model.

1.1.2 Carers identified and
needs assessed

1200 carers identified and Carers and their
needs identified via
specific needs
individual needs
unidentified
assessment

1.1.3 Meetings held in
communities to
promote carers’ needs
and rights

50 awareness meetings
held across 150
communities (By January
2017)

1.1.4 Carers groups formed
and meeting monthly;

60 carers groups formed There are no
and meeting monthly (By carers’ groups in
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1963 carers have been
identified. Specific needs of the
1540 carers have been
identified & analysed.

No awareness
More than 610 awareness
activities being
meetings were held across the
carried out on the 250 villages.
issue
148 groups have been formed
(target 60).141 groups are
12.12.2017

members from each
trained in advocacy
and organisational
development
2.1.1 CAs registered,
meeting regularly,
strengthened through
training on
participatory
governance and
interacting with civil
society organisations,
other NGOs and

February 2016); 2
the project area
representatives from each
(By April 2016)

functional. 254 representatives
from 127 groups have been
trained on the identified issues.

3 CAs (by June 2016);
There are no
75% members of CAs are Carers
confident to interact with Associations
government officials, civil
society organisations and
NGOs (by September
2017)

3 CAs formed. All 03 CA have
been registered. Meetings are
held quarterly. They have
identified issues. Office
bearers know their role. 70%
are confident in interacting with
Government, other CSOs and
NGOs.

3.1.1 Government staff from 18 meetings and 3
Needs and
relevant departments
seminars held with district, concerns are not
and representatives
state and national
understood by the
from district, state and government staff from 4 Government staff.
national NGOs are
departments and
carers are not
engaged in
representatives from other invited in the
understanding needs
district, state and national related meetings
of carers and actively
NGOs (by September
or programmes.
furthering their
2017)
inclusion through
meetings and
seminars held with
district, state and
national
representatives
3.1.2 Doctors trained on
needs and constraints
of carers and trained
counsellors making
monthly visits to
project areas

6 doctors trained (by
January 2016) and 3
trained counsellors
identified (by December
2014)

6 meetings in each project area
with Govt. staff and NGOs
have been held. 3 seminars
have been held on the issue.
The representatives of the
project have met and explained
the issues to the Honourable
President of India, celebrities
like Amitabh Bacchan and
participated in the National TV
programme- “Aaj ki Raat hai
Jindagi”.
The issue was also referred to
on a popular TV show “Koun
Banega Karorpati”

Doctors are not
12 doctors have been trained.
currently
All of them are providing
sensitised to the services to carers14 staffs
specific needs of have been trained on barefoot
carers and trained counselling and are acting as
counsellors are
counsellors for initial
not typically
counselling needs.
available to carers
in the project
areas

3.2.1 Livelihood options of
360 carers assessed and 47% of carers
carers assessed and
able to take up new or
(amended to
provision made (grant, additional income
60.5% after
microcredit, bank loan, generating activities (by
baseline survey)
government /NGO
March 2017)
are currently
training schemes)
unable to take up
a livelihood due to
caring
responsibilities

471 carers have been
assessed and linked with the
substantial income generation
activities.

5.4.d Effectiveness of the model of intervention:a. Carers’ support groups (creating social networks and supporting emotional wellbeing):
All identified carers were associated with the groups. It created a web of support system.
This contributed towards developing the components of emotional wellbeing, self-esteem
and empowerment and influence. The sense of belonging and the support system not
only helped the carers to ventilate their tension and cope with their situation, but also
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developed them to Influence and take control over their personal situation. They also
became confident when advocating for their own rights and supporting others. The story
of Rashida also reflects the effectiveness of this component of the CW model.
b. Health services (providing access to physical and mental health services, including
counselling services):
Guidance and counselling was provided to all identified carers which not only helped
them to cope with their situation effectively but also increased their knowledge on the
support and care of the care recipient. The project helped in improving the health
condition of the carers. The carers who fell sick during the project period were linked with
the better medical care.
The care recipients were linked with the need based rehabilitation and medical services,
this included therapeutic intervention, treatment of mental illness and epilepsy, linkage
for medicine, surgical operation for contractures, early intervention and linkage for
assistive devices.
This component contributed in two ways. First, the better health of the carers helped in
better caring and second the linkage for better medical facilities for care recipients
reduced the burden and also helped in breaking the vicious circle of poverty.
c. Respite (offering a break from caring responsibilities along with the development of
alternative high quality care options):
Attempts have been made to provide carers with breaks from caring in the following
ways: running respite and alternative care centres, admitting children with disability in the
Integrated Child Development Centre (or school), promoting mutual support in the group.
Four Community Care Centres have also been established by SACRED as part of the
project. These efforts not only provided a break to the carers but also supported in the
development of the children and protection of their rights. One mother (using the
Commmunity Centre at Peapully, Anantpur) demonstrated the exercises being
implemented by her at home as a result of her child attending the centre.
d. Employment, training and education (facilitating access to jobs, training or education,
tailored to co-exist with caring responsibilities):

Better
Care,
food

Respite
from
Caring

Increased
income

Time for
work

Health
services

More
saving

Expenses
reduced

Circle of Saving

Circle of income
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Carers were supported to take up livelihoods by linking them with skills training, up
grading of existing skills, linking with markets and financial institutions. Selected carers
were also provided with a loan from the group revolving funds with 8-10% annual
interest, which were initiated under the project. Carers are now involved in livelihoods
such as animal husbandry, vegetable cultivation, petty shops, artisan work, repairing and
servicing. These have contributed to increasing the family income, opportunities for
socialising and personal development. The groups have saving of around Rs 12,15600.
Carers have also taken soft loans from the group.
The strategies of linking with health services, promoting respite and alternative care
facilities, promoting livelihoods and entitlement realization were all used for decreasing
the financial burden effectively.
During the first year of the project, 60.5% of carers were not involved in substantial
income generation activities. This was one of the reasons for the poor average income of
Rs. 664.00 per month. By the end of the project, 93.34% of carers were involved in
substantial income generation activities. The monthly income of 39.5% carers had
increased significantly. It was also reported by around 90% carers that their capacity to
save has increased due to decreased expenses on health services and caring.
e. Advocacy (strengthening the collective voice of carers to advocate for their needs,
leading to changes in policy and practice at local, regional and national level)
There are many Disabled Peoples Organizations (DPOs) and Parents Group in the
country but they primarily advocate for the rights of persons with disability. In these
groups, partners of persons with disability are not included.
The evaluator has been involved in training, monitoring and evaluation of rehabilitation
programmes. It is correctly claimed in the proposal that this is the first specific effort to
establish a voice for carers in India. This component was quite effective in public as well
as policy advocacy. Along with bringing changes in the attitude of the villagers and
service providers, it also brought change at the village, block, and district level; and
contributed in the policy influence at a state and national Level. Other significant changes
were observed during evaluation process, these are:
Advocacy Efforts

Achievement

Improved participation of
carers
and
PWD
in
community
life
and
gathering

Carers Groups have given confidence to carers for their
rights and they raised their voice for their rights to the Gram
Panchayat. They were also successful in mobilizing 76
housing schemes through the Gram Sabha. In general,
participation of the carers and PWD in village level sociocultural gatherings, village meetings and so on has
increased.

Federation of carers has 3 district level Associations and 10 block level Federations
started
activities
for and 141 village level Groups have started self advocacy.
protection of rights and The efforts have been reflected in significant achievements
entitlement realization
in entitlement realization.
Increased
carers

recognition

of The activities of carers improved their visibility. community
members, service providers, decision makers and resource
organizations now understand the issues and concerns of
the carers. Combined with the demands and specific
advocacy efforts, this has resulted in increased acceptance
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Increased access to
government programmes
and Schemes
Protection of Carers Rights

and recognition at all levels. This is reflected in the
following:
• Provision for carers was included in State Disability rules in
Jharkhand (NBJK)
• Tata Trust and Give India included carers as one of their
target beneficiaries and started providing support
(SAMUHA)
• In Karnataka, a new category of State award was
introduced and carers were awarded for their contribution.
• In Jharkhand and Andhra Pradesh, recognition of carers
resulted in Awards.
• Provision for carers has been included in the RPD Act 2016
Limited knowledge, access and capacity to pressurize/
lobby were some of the major barriers in realization of the
entitlements and protection of rights. The access was
denied not only due to physical barriers but attitudinal
barriers also. Regular dialogue and interaction with the
community throughout the project lifetime has helped in
developing positive attitudes towards carers and disability.
There is the potential for carers to get more benefits of
government programmes in the future.

Increased capacity to
influence government
process

It so happened in the selection of the beneficiaries under
the “Indira Awas’ scheme (support for construction of
home), the norm for 3% reservation for PWD was not
followed.
The carers of Katkamsandi raised the issue and pressurized
the block officials for 3% reservation. The efforts of the
group were successful and PWDs and their families have
now benefited from the programme.

Increased participation in
decision making process

Participation of the carers in the decision making process
was previously almost negligible. As the project progresses,
the representatives of the carers Federations have been
involved in village meetings (Gram Sabha), block and
district level meetings. The representatives of the Carers
Associations in all three districts have started participating in
the district level meetings. In three districts they planned
and executed the Carers Day activities and celebrations.

Reduction in discrimination
against carers and PWD

Devaki and her family of Hazaribagh used to hide their 13
years old daughter, who has mental retardation. They had
not allowed the girl to come out of the house premises.
Even their neighbours were not aware of the girl.
Continuous counselling of the family members by project
staff, activities of the village carers group and sessions with
the parents were effective enough to provide the girl “a
world outside the home”, some friends to play with, a smile
on her face and the opportunity for development.
In a village meeting at Agalakeri (Koppal) 4 young females with
disability expressed that they were now experiencing a
reduction in discrimination inside the house and in the
community.
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In Indian Society, gender discrimination is also reflected in
neglecting the contribution of daughters in law to caring and
household work. In Hazaribagh however, a father in law
proudly stated the contribution of his daughter in law. The
effective caring also eliminated other discrimination in the
family.

The partner staff and project management teams are well aware of the Carers Worldwide
intervention model. The field staff have limited analytical knowledge about the inter
relation of the different components of the model but they performed their role under
guidance and supervision.
Alternative care and legal guardianship are grey areas of the project intervention and
more systematic efforts are needed in these areas. As per the provisions of the JJ Act, in
the absence of biological parents, the child must be produced before the Child Welfare
Committee (CWC). The CWC may declare their present carer a suitable person to
continue caring. Though this provision is still on paper and not being practiced on ground,
it may be considered during replication of similar projects.
Overall the model of intervention of Carers Worldwide appeared very effective. It
may be further strengthened by focusing more on linkages with the different legal
provisions and opportunities.
5.4.e Strategies used and their effectiveness:
Capacity building: The issue of carers and the intervention model were entirely new for
the project team and target group of the project. The literacy level of most of the carers
was low. Therefore, there was less focus on lecture mode during training. Besides the
class room type training, other training methodologies like storytelling, debate,
discussion, demonstration, providing opportunities to practise and facilitating “learning by
doing”, and exposure visits were successfully used. The trainers provided by Carers
Worldwide for conducting the various training programmes were some of the best
available trainers on the issues.
Learning by doing not only helped in developing the skills of carers but also increased
their social inclusion, confidence and motivation. They started considering themselves as
contributing members of the society. It gave a meaning to their life.
Building evidence of need: Baseline data was collected on 1540 carers. It was
recorded in the excel sheet and published in a book form with detailed analysis and
interpretation. It not only provided basic information for micro planning and comparison
during evaluation but also helped in raising the issues and concerns of the carers on a
broader stage.
Awareness creation:
Previous to the project, carers were almost invisible. They were discriminated, neglected
and they had little, to no voice. Through the project, Carers were encouraged to come in
a common platform. Regular meetings of the carers and sharing of success stories in the
meeting helped in developing positive attitudes. Their increased confidence and
knowledge of their rights and entitlements also resulted in their social inclusion and
protection of rights.
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Wall writing, development and dissemination of the IEC material, discussion on the IEC
material, street plays and so on were general awareness methodologies. However,
considering the environment, the following specific methodologies were also adopted:
Grass root Communication: Apart from the traditional tools like wall writing,
posters, handbills and booklets, direct communication methods like exhibitions,
workshops, training programmes to talk about carers issues and concerns, Acts and
provisions related to carers and disability were adopted. IEC material suited to the
target area were developed and disseminated. As the literacy rate is low in the area,
it was used as reference tool by the staff and federation leaders. In the meetings,
discussions were held on the basis of the printed material. Printed material was used
effectively as an advocacy tool with the government officials.
BCC Activities: - Behaviour Change Communication (BCC) initiatives through group
and individual dialogues, debates, discussions and street plays were quite effective.
Such initiatives had the objective of improving understanding of inclusion of carers in
society, removing misconceptions and improving management of the disability.
Though not very systematically, these strategies also focused on the gap between
knowledge, attitude and practice. Family members were also counselled for
behavioural changes.
Participatory governance:
Carers’ groups, block level Carers Federations and Carers Associations are contributing
effectively towards the success of the programme. These have also increased ownership
of the programme. All three structures are successfully uniting the carers, raising the
voice of carers and protecting their rights. The Carers Associations have been registered
as NGOs. Considering the situation in the three states, the Carers Associations require
further support at this point to function independently as NGOs.
In the Bye Laws of the Carers Associations, the period of membership is only one year,
while the executive committee has been selected for three years. However, membership
can be renewed yearly. Many organizations segregate the types of membership into
life members and annual members. Executive members are selected from life
members. This may be done through a resolution in the General Body meeting.
“What will happen to my child when we are no more” is a great concern for most of the
carers. The CAs have also started discussed on this issue.
Carers’ groups have provided a platform for the peer support, sharing and alternative
care. The members have also started saving and taking loans with 8-10% interest. In the
group meetings they also discuss about caring along with social issues, government
schemes and their rights.
Active engagement:
All three organizations have developed good networks and linkages with the district
administration, local governance, national and state level disability networks. At state
level, the partner organizations are also members of different issue based alliances. This
strategy has helped in better entitlement realization, social inclusion and highlighting the
issues of carers.
Health Provision: Many carers were forced to sell their valuables in order to pay for
better medical treatment of a disabled relative. Promoting appropriate health provision
and linking with health facilities was a crucial strategy of the project.
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Poverty Reduction:
The relationship between poverty and disability is well established. The project
successfully identified the suitable income generation activities. Carers were linked with
the appropriate desired support system for sustainable livelihoods. Microcredit was also
provided to them. Besides income generation activities, efforts were also made to
minimize the expenses of caring, which also resulted in poverty reduction.
5.4.f. Accuracy of the reported results:
The project design required very systematic documentation and reporting of the results
because most of the indicators were not quantitative. In most of the cases of livelihood
support, immediate outputs have been recorded and reported but the broader impact on
the lives of the carers and persons with disability have only been recorded and reported
in very few cases. Efforts have been made to document and report the results but it
was perceived that the outcome and impact are under reported.
5.4.g Contribution of Commonwealth Foundation support:
A father in Anantpur said “the condition of my disabled child is dependent on me. If I am
healthy I can take care of my child. If I am not, all the provisions and rights would be not
of any use.”
Gangama in Koppal said “Sorrow, problems and challenges are part of everyone’s life. If
we have support from others, difficult barriers appear very simple. But if we are alone and
there is no support system around us, even a barrier like a stone becomes like a
mountain.”
The results mentioned above and the changes in the lives of carers and PWDs would not
have been possible without the financial support of the Commonwealth Foundation. The
project also drew the attention of other NGOs and decision makers towards the issues of
carers. It provided a platform for the self-advocacy and public discourse along with
developing an empowered target group.
In the project area, problems still articulated by the carers and PWDs included:
• We are not getting a carers allowance (should be similar to the PWD allowance)
• PWDs do not get the allowance on time
• We are facing problems in opening an account in the bank
• The office of the welfare officer is not accessible
• The doctors do not come on time for certification
• We are facing problems in accessing loans
• Sometimes government officers use the federation for fulfilling their targets but the
same officers also ignore our individual demands
• There is no information centre to update knowledge
• The alternative care arrangements are not systematic
While in the non-project area the problems/questions articulated by the carers and PWDs
are as follows:
•
•
•
•

There is no one to support us
We are unable to lead our life due to caring responsibilities
There is no value/recognition for our hard work
What is a carers group?
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•
•

There is no one to guide us
Entitlement realization is not possible without middlemen

In the project area therefore, the carers have started demanding which is a part of
empowerment. While in the non-project area, carers still lack basic information and any
kind of support system. They still face discrimination and they do not have the road map
to move ahead. Perhaps without the support of the Commonwealth Foundation, the
situation in the project area would have remained like the non-project area.
5.4.h. Lessons learned and used for improving quality of work:
The learning as shared by the project team and the members of the CAs are as follows:
Emotional connect is important:
A key to empowering the federations and Carers Association was to understand the
unshared emotional concern and feeling and develop among the members a sense that
“there is someone to support them”. The process of mobilizing the carers is not like other
community mobilization. Individual interaction instead of group dialogue, hearing and
spending time with carers was helpful in developing the necessary emotional connect.
Once the carers were emotionally connected with the programme, their participation
increased significantly.
Strengthening process of Carer Groups is not like Women’s Self Help Groups:
Though the structure, major function, activities and most of the activities of the carers
group and Women’s Self Help Groups are the same, there are some fundamental
differences between the two which influence the strengthening process of the carers’
groups. These include emotional support, sharing of experiences, supporting for
alternative/respite care and supporting each other in caring when needed. The project
team realized these differences quite early in the project period, after their first training
programme from Carers Worldwide and changed their strategy accordingly.
Participation brings ownership:
The carers were involved in the process since the inception of the project. They
supported actively during the baseline survey and many carers were identified and linked
with carers’ groups through other carers. The project team utilized this strength of the
carers effectively.
Proper Sharing about the project increases the association of the people:
Most of the time project team complain about non-cooperation and limited participation of
the carers and others in programmes. However, through increased interactions, it was
learned that they have specific responsibilities which prevent them from active
participation. Sometimes a lack of knowledge also becomes a barrier to active
participation. Efforts were made to understand carers from their perspective and
appropriate changes in times of meetings, days of meetings, timing of home visits were
made.
Sharing Case studies about carers also helped in resource mobilizing. After reading the
life story of one of the carers, Mr. Praveen Mehta a local industrialist in Koppal extended
financial support for the construction of a house for that carer and her family.
Freedom brings independence:
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During the project, need based support was provided to the carers’ groups, Carers
Federations and emerging Carers Associations. The project teams avoided unnecessary
handholding. This not only increased the ownership but also increased the confidence of
the members of the groups and federations. These have ultimately led to increased
independence.
Education is not a prerequisite for good leadership:
Education is important for development and is one of the requirements for leadership.
But it is not a prerequisite for leadership, and a person with limited education can also
become a good leader. Most of the carers were not highly educated. Male carers were
more educated than female carers and they were more vocal in the beginning. However,
the project teams identified the latent abilities and leadership qualities of female carers.
They were provided with an opportunity for advocacy training and extended need based
support. They proved their abilities and around 60% of the members of the Carers
Associations are female.
Barriers and challenges in the project:In the last 70 years, self-initiative is gradually decreasing and villagers expect tangible
benefits from projects. This project was partly based on a service delivery model of
providing tangible benefits. The number of the staff as compared to coverage was
limited. In the beginning, field staffs were not very sure of the likely success of the Carers
Worldwide model. Their previous ideas and practice of group formation and community
mobilization were also acting as barriers. However, the initial orientation and training
provided by Carers Worldwide changed the thinking of the project team and this barrier
was removed.
Performing all the activities in the scheduled time with significantly limited resources was
a challenge. Carers were involved in many activities. This not only provided needed
support but also ensured participation of the carers, which resulted in increased
ownership. One of the partner organizations has been implementing a Community Based
Rehabilitation programme in the same blocks for the last 6 years. But many PWDs in the
area were identified for the first time during the course of this project. This happened due
to cross referral by the carers. In some cases, families tend to hide the PWD, especially
girls with disability. Once the stigma associated with identification of carers was
overcome, PWDs were identified easily.
In the case of NBJK, the management of NBJK felt that there should be a separate
budget allocation for human resources. This was included under the activities budgets
since honorarium for the field workers to facilitate the activities was classed as an activity
cost.
The lack of a specific MIS system was also a barrier to recording vital information and
achievements. The project management team agreed that a separate and specific MIS
would have been helpful in better monitoring and even better results.
Registration of the Carers Association in Jharkhand (for Hazaribagh in the NBJK project
area) proved quite complicated. An online registration system had been launched but it
was not working properly. Therefore, the project team was unable to apply online. After
sometime it was completed with the external support and the association was
successfullyregistered.
5.5. REPLICATION OF THE PROJECT
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Replication of the project:
The project is in line with the local, national and international context (RPD Act, ICPS,
global SDGs). The intervention logic is as per the much perceived and demanded needs
of the carers. Most importantly it quite easily establishes emotional connect. It was found
that in comparison to Community Based Rehabilitation Programmes, it is very economic
and realistic too. All these make the replication of the project possible. Some of the
possible ways for replication of this project may be:
•

All three partner organizations work in very large geographical areas. Disability and
Rehabilitation is one of their core thematic intervention areas. They are capable of
mobilizing additional resources also. They can include the intervention logic in their
ongoing projects and may include this also in future projects. A meeting with their
current donors may be also helpful in this process.

•

Some of the organizations and resource agencies are focusing specifically on the
global SDGs. Such organizations can be approached with the project outcome and
intervention logic. Services of specific agencies or professionals may be hired for
resource mobilization.

•

Sharing the outcomes of the project and presenting papers based on the project in
the World/Asia Pacific/National Seminars and Congresses may be helpful in
replication and resource mobilization.

•

Sharing the concept, intervention logic and success stories with the NGOs in
general. More specifically, with the NGOs having Disability and Rehabilitation as
one of the thematic intervention areas. They may focus on carers along with PWDs
in their ongoing or future projects.

•

The intensity of the issues, needs and concerns along with the intervention logic and
success stories may be shared individually, through social media or programmes
with donor organizations who extend resources for the rehabilitation of persons with
disability.

•

The partner organizations or Carers Worldwide may mobilise government and
international resources. The state, national and international commitment may be
utilized for resource mobilization.

•

In the newly enacted RPD Act, there is specific provision for the high support needs
group who require Caring support throughout their life. This provision may be used
for providing government resources.

•

Carers Worldwide may go for process documentation and develop a training module
on working with carers, keeping in mind different stakeholders. This will help other
organizations to take forwards the issue and replicate the programme in their own
contexts.

5.6. EFFICIENCY OF THE PROJECT
The project takes care of the efficient use of the money. The spending decisions were
strictly guided by the value for money principles. Keeping in mind the context, available
human resources and system the project adopted the best option for implementation.
Financial management
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The project was implemented in partnership with three organizations. Funds were
allocated to partner organizations for selected activities and expense heads, while
Carers Worldwide also directly implemented some of the activities like capacity building.
The planning was done in a participatory process and there was a specific system for
fund requests, approvals, transfers of fund, expenditure and booking of the expenses.
The total budget of the project was £103,546. The planned number of direct beneficiaries
was 1200. The actual number of direct beneficiaries reached is 1963, where as the
actual expense was £103,546. Thus per head project cost is £52.74 (the carers identified
by NBJK during last year has not been included) against the planned ratio of £86.28.
All three partners have financial manuals indicating specific financial procedures. These
have been followed strictly and were supportive to assure transparency and accountability.
Annual audits were conducted by accredited external auditors.
Means & input
The available budget was sufficient considering the intervention logic with the expected
number of carers. But the operational areas were extended and the number of identified
carers became almost double. The partners felt that the financial resources were
insufficient to achieve all objectives and maintain quality of work in the extended areas.
There were not many staff changes in the project teams. This also helped in timely
completion of most of the activities.
5.6. SUSTAINABILITY
Activities like development of human resources on the intervention model, capacity
building of the partners on the intervention model, capacity building of the human
resources including counsellors and medical practitioners, empowering carers
collectives, capacity building of carers, developing leadership, sense of ownership, self
initiatives by the carers collectives, and developing linkages with government
departments will significantly lead towards sustainability of the project.
The members of the carers’ groups have been also linked with NRLM and are getting
loans with subsidized interest rates and benefit from government schemes. These will
continue after the project end. PWDs who are entitled to the disability allowance but
have not so far been able to start claiming benefits may be supported by the partner
organizations.
The capacity of the partners to impart training on the intervention model will contribute
to the institutional sustainability besides contributing to the replication of the project.
5.6.a Resources mobilized:
For the effective implementation of the project, resources in cash, kind, services and
utilities were mobilized.
The estimation and details of the resources mobilized are as follows:
#

Particular

Nature

01

Income Generation Activities - Revolving fund

Cash

477000.00

02

Surgical Operation

Service, Kind

300000.00

03

Training

Service, Kind

95000.00
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04

Functional Adaptation

Service, Kind

45000.00

05

Aids and Appliances

Service, Kind

380000.00

06

Construction of House

Cash, Kind

127000.00

07

Equipment for Respite/ Community Care Centre Kind

800000.00

08

Infrastructure - Offices

540000.00

09

Human Resource, Project Manager, Accountant Service

10

Public Infrastructure

Utility

540000.00

11

Miscellaneous

Cash

232000.00

12

Awareness Creation

Service

100000.00

Utility

Total

1080000.00

4716000.00

The project also linked the carers and the PWDs with different services and government
schemes like toilet construction (to the value of Rs 6216000.00), housing schemes (to
the value of Rs 9500000.00), disability allowance (to the value of Rs 11030400), Widow
Pension (to the value of Rs 518400) and Old Age Pension (to the value of Rs
1166400). Thus, around Rs. 28,431,200.00 was leveraged through linkages with
different programmes.
The resources mobilized helped in proper execution of the project, its monitoring,
reporting and delivery of the planned services. The coverage could be expanded due to
the resources mobilized by the partners.
The resources mobilized for livelihoods (revolving fund), respite and Community Care
Centres and training of the human resources will significantly contribute in the
sustainability of the project.
5.6.b. Aspects of the project which will continue:
The members of the collectives of the carers have tasted success and developed basic
skills to interact with the service providers, along with skills of group management,
leadership and entitlement realization. They have also started thrift and credit activities.
All these will help to continue the functioning of the groups and federations after the
project end. Participation of some of the members in federation meetings may decrease
but equally it may sustain.
The Carers Associations are in the infancy stage. It requires handholding and support
of Carers Worldwide and the partner organizations for at least two years to develop and
function independently as organizations in their own right. However, the advocacy effort
and linkage for entitlement realization may continue with handholding of around one
year.
The financial viability of the Carers Associations after the project in the future, at least
for 2-3 years will remain dependent on the partner organizations, but it is likely that
these ‘parent’ organisations will continue some practical support and will support in
resource mobilization.
The Carers Associations are owned by the members, which was evident from the active
planning and implementation of the activities. The institutional capacity among the
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members has improved. This will help in efforts for greater recognition of carers, peer
group sharing, mutual support in caring and protection of rights from the Gram Sabha
and other agencies.
5.7. IMPACTS
The aim of the project was to achieve recognition of the contributions of unpaid family
carers and to ensure carer-specific services are developed to reduce the burden of
caring and improve the quality of life of carers and those for whom they care. During the
project period of three years specific signs of recognition of carers, provision for care
specific services and improvement in the quality of life of carers and care recipients,
improvement in the participation/social inclusion, reduction in the discrimination, wider
acceptance and incidence of participation in decision making processes could be
observed. Specific accomplishments towards impacts are as follows:
Changes
Capacity of
implementing
partner

Details
The team of the project partners have developed as master
trainers in the intervention model of Carers Worldwide. They can
independently replicate this project in geographical areas.
As far as the capacity of the member of the Carers Association is
concerned they have gained specific knowledge about the
government schemes, developed basic communication,
advocacy, and management and leadership skills. 2-3 more years
of support and mentoring will help them to function independently.

Self-reliance,
personal
independence
and the ability to
contribute
practically and
financially
towards their own
and family
maintenance

The project has substantially supported 1963 carers to get
different opportunities and support that otherwise they would not
have accessed. The project also made 471 carers self-reliant to a
large extent. Examples of breaking the vicious circle of ‘Disability
& Poverty’ could be observed. With the support of the project, the
carers are earning substantially.

Social inclusion:

The continuous small group as well as mass awareness and
sensitization activities have resulted not only in the greater
personal acceptance but also in recognition of the carers and
their collectives. The carers shared that the sense of
belongingness due to the project has given a new dimension to
their life.

Protection of
carers rights

Children with disability have been provided specific right of nondiscrimination and equal participation under SSA. In spite of zero
rejection policy 7 CWD were not enrolled in the regular schools.
The members of Carer Groups raised the issue with school

The average income of the 471 carers has increased on average
Rs. 1000 to 4000 per month. Average per month income of the
carers has increased to Rs. 3541 from Rs 664. They were also
helped to leverage government entitlements of more than Rs.
28,431,200.00.
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administration. The administration accepted their demand. All
CWD were enrolled in school. Special arrangements were made
for them. The other schools in the same clusters also stopped
denying admission to CWD after this incidence.
Empowerment
and influence

The carers collectives and mutual support operating in the groups
have helped the carers to come out of personal problems. The
carers have started supporting each other for protection of their
rights and alternative care.

Influencing the
mass

The project team got the opportunity to participate in one of the
famous TV show “Aaj ki Raat Hai Jindagi.” The show based on
the innovative achievers, helped in spreading the issues and
concerns of carers to around 30 million people. The host of the
programme ‘Superstar of the Millennium’ Mr. Amitabh Bachhan
rearticulated the issues of carers during another popular TV show
‘Kaoun Banega Karorpati’ which is watched by around 72 million
people. The Executive Director of Carers Worldwide also had the
opportunity to meet the Honourable President of India.
The project has been successful to a large extent in making the
issues and concerns of carers a public discourse in India. Service
providers, NGOs, decision makers and elected representatives
have started discussion on carers issues through different
platform.

Change in the
Policy

Under the ‘Education for All’ Campaign (Sarva Shiksha Abhiyan),
Care givers were appointed to provide home based services to
children with disability who were unable to attend the school.
Around 80 Care givers were carers of the children with disability.
In 2015, the SSA scheme, financially supported by central
government was ended and all states stopped the programme. In
Karnataka, Samuha with its network partners raised the issues of
care givers. They successfully established the need for care
givers and in 2016 the state government recruited all care givers
as “Village Rehabilitation Workers”

Change in the life
of the care
recipients

The project also contributed to the improvement in quality of life of
the care recipients due to better care, linkages with services,
improved child rearing practices, better entitlement realization,
and poverty reduction of the family.

Unintended results:
During the evaluation process, incidences of the delivery of the following government
services were observed, though it was not done uniformly across all districts. During the
project period some opportunities also emerged through the flagship programmes of the
government.
• Financial Inclusion: Efforts were made to open account for carers under “Jan
Dhan Scheme” and Pradhan Mantri Suraksha Beema Yojna (Insurance on premium
of Rs 12 only per year).
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• Total Sanitation: Government is running a ‘Clean India’ campaign. Under this there
is a plan to make each block ‘open defecation free’. Support is being provided to
construct toilets. As this programme is in the reimbursement mode, many PWD
couldn’t take benefit of it. However during the review process it was found that
around 20% eligible PWD and their families have taken benefit of this scheme.
• School Stipend:- For the school going children with disability there is the provision
of a stipend (the amount varies according to the classes ranging from Rs. 50 to
400). During the evaluation visit carers informed that children with disability are
getting the stipend.
• Right to Food: Under the Right to Food Act, 85% of the population in rural areas
has been covered. But some families with PWDs have been not included in this
85%. The Carers group raised the voice for inclusion of all families with PWDs
under this.
• Agricultural support (seeds):- A few group members have also got seeds from the
government.
• Escort Allowance:- There is provision of Rs. 3000 yearly support for uniforms,
books etc. under inclusive education. Evidence of the realization of this allowance
was found.
• Recognition by State: The carers of Koppal and Hazaribagh were awarded at the
state level by government for their contribution.
During the training activities for carers, information is shared about different government
schemes. After initial support the group members also started collecting information from
their own sources. They do the needful for the realization of those entitlements. This
reflects the empowerment process of the carers.
VI. PARTNERSHIP, MANAGEMENT ARRANGEMENTS AND SYSTEMS
Partnership: The project was implemented by three organizations, Samuha, SACRED
and NBJK and was managed by Carers Worldwide. The decisions were taken through
participatory processes. Efforts were made to learn from each other. The project
presented an example of bearing responsibility for mobilizing resources and contributing
from their own resources in terms of cash, kind, services and utility for effective
implementation of the project. Carers and PWDs were linked with other ongoing projects
of the organization to address their specific needs. The partner organizations provided
the desired documents and reports almost on time.
The project has successfully established linkages with state level networks, issue based
alliances, District Disability Rehabilitation Centre, PRI, Block Administration, District
Administration, banks, school system and so on. The carers groups, federations and
associations utilize government premises for their meetings and other activities.
Information Management: All partners have management Information systems.
Information data bases as well as records of progress are being kept by the partner
organizations. Carers’ wise information is compiled monthly in excel spreadsheets. Field
workers maintain individual diaries, follow up records, monthly action plans and monthly
reports. It was found that the information gathered is not used effectively for the
advocacy, development of action plan and strategy development. The limitation in the
monitoring, documentation and reporting system resulted in under reporting of the

Rahul Mehta/Final Evaluation Report/CWW/October 2017

37

12.12.2017

achievement. The need for a community based information/resource centre was
also identified.
Human Resources
The staff composition in the project was as follows:
Position
Program Manager
Program Coordinator
Project Coordinator
Field Workers

Approved
1
1
3
8
13

Actual
1
1
3
11
16

Female
1
0
0
7
8

The project had provision for 13 staff. Recruitment was done as per provision in the
project. During the third year, an additional three Field Workers were recruited to deal
with expansion of the project area. The Executive Director of Carers Worldwide,
Programme Managers and accountants of the partners extended their honorary service
to the project. All staffs are adequately trained. They are confident, vocal and clear about
their role and responsibilities. They have adequate knowledge about the Carers
Worldwide model, disability and rehabilitation processes. They can articulate major
entitlements especially for the PWDs and the process of entitlement realization. They
have the adequate knowledge and skills related to community mobilization, organization
development, and networking as per their role and responsibilities. The determination
and dedication of the staff is appreciable.
The observation and analysis skills of the field staff was found to be limited. It led to a
lack of understanding of many significant achievements and under reporting of the
achievements in many cases e.g. the field staff recorded how many carers have been
linked with entitlements but in most cases, the impact of the support was not recorded.
The staff could articulate the following Human Rights being addressed under the project:
Right to development, Right to equal participation, Right of protection, Right to Equality,
equity, discrimination free life, Right to Education, Right to Employment, Right to
Information. However, it was noted that in some cases, they have limited knowledge
about the concerned Acts such as the RPD Act, JJ Act, NT Act. The need for upgrading
the skills of the project team on counselling skills was also expressed.
VII. CONCLUSION AND RECOMMENDATIONS
The Rights Based Model of services states that equality is not a question of humanity or
charity, but instead a basic human right that any person can claim. The two main
elements of the right based approach are Empowerment and Accountability.
Empowerment refers to the participation of the carers and PWD as active stakeholders,
while accountability relates to the duty of public institutions and structures to implement
these rights and to justify the quality and quantity of their implementation. The
development model focuses on the inclusion of the carers in the development process.
Though the project under evaluation has some components of service delivery the
project largely focuses on the development and right based approaches based on the
Carers Worldwide model. At the partners’ level efforts have been made for
empowerment, organizing into collectives, recognition, inclusion of the PWD and carers
in the development process and for protecting their rights with the main focus of the
project being carers.
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The incidences of accountability among the public institutions and structures could be
observed. Improvement in the system due to efforts of carers collectives could be also
observed. These are encouraging but not adequate. The change in the system is always
sustainable but it is a very complex process and depends on the policy, governance and
administration to a large extent. As the issue was new and it was the first time any
project was raising this issue specifically, three years was a short period for policy
change.
Facts are necessary for deriving the conclusion but the local situation and context are
important as well. Developing suitable strategies according to the context always leads to
success. Local context, cultural differences and administrative cultures in the three
different states were taken into account while planning and executing the project.
Considering the project design, resources, inputs, local context and external environment
the project succeeded in achieving its planned outcomes and met the central aim.
If there are many aspects of success in the project, there are a few limitations also. The
following specific recommendations may help in consolidating the project as well as in
effective implementation of similar projects:
a. The achievements must be shared with the state and national government, resource
organizations and NGOs for replication of the similar project. Reference to the
international, national and state commitments and priorities may be helpful in
resource mobilization.
b. Opportunities like the RPD Act, JJ Act, global SDGs, and restructuring of ICDS along
with different flagship programmes of government must be optimally utilized.
c. Process documentation and dissemination, specific MIS for the project, strengthening
Community Based Alternative Care and consideration of the legal compliances
related to Carers may further strengthen similar projects.
d. Systematic and regular advocacy must be done for the caring allowance. Compilation
of the government orders may make the advocacy process more efficient.
e. Ice-breaking has been done and federations and Carers Associations are
established, but they need more mentoring support to enable them to work
independently and continue the process that has been started. The sharing among
the federations and associations must be encouraged.
f. Transfer of knowledge is one of the main components of the sustainability of the
project. The association and federation members are ready for sharing a number of
responsibilities. They may be optimally utilized after fine tuning.
g. The project is based on the intervention model of Carers Worldwide. The training
module based on the model shall be developed for the greater cause.
h. Caring in Indian society is still considered the prime responsibility of the mother.
Different forums like the Forum to Engage Men are raising their voice against this
socialization of caring. In the project, involvement in caring by men has increased
slightly and it was not as per expectation. However, the strategies for involving men
in caring are effective and may be continued/replicated.
i.

Continuation and follow up: Three years is inadequate time for such a project. At
least two more years will consolidate the efforts. The Commonwealth Foundation
may be requested to continue the support for this period.

Rahul Mehta, Rehabilitation Consultant, Email- rahulmehta205@gmail.com
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Annexure-1
Evaluation questions
To ensure comparability across the final evaluation reports of other Carers Worldwide
projects, the evaluator should adapt and respond to the questions below. The independent
evaluator should use his discretion in the level of effort used to respond to these questions.
Relevance
• To what extent did the project target and reach the poor and marginalized?
• To what extent did the project mainstream gender equality in the design and delivery of
activities (and or other relevant excluded groups)?
• How well did the project respond to the needs of target beneficiaries, including how
these needs evolved over time?
Effectiveness
• To what extents are the results that are reported a fair and accurate record of
achievement?
• To what extent has the project delivered results that would not have happened without
Commonwealth Foundation funding? Specifically, the areas of peer support amongst
carers, physical and mental health, livelihoods and advocacy can be considered.
• To what extent has the project used learning to improve delivery?
• What are the key drivers and barriers affecting the delivery of results for the project?
• What is the potential for replication at local, national and international levels and how?
Efficiency
• To what extent did the grantee deliver results on time and on budget against agreed
plans?
Sustainability
• To what extent has the project leveraged additional resources (financial and in-kind)
from other sources?
• What effect has this had on the scale, delivery or sustainability of activities?
• To what extent is there evidence that the benefits delivered by the project will be
sustained after the project ends? For example, how empowered are the carers’ groups
to advocate for inclusion of carers in existing services and the development of carerspecific services. In particular, the role of the Carers Associations can be considered.
Impact
• To what extent and how has the project built the capacity of the implementing partners
and the Carers Associations?
• How many people are receiving support from the project that otherwise would not have
received support?
• To what extent and how has the project affected people in ways that were not originally
intended?
• Has there been any tangible impact on policy, strategic or practice changes in the
external environment of the project areas?
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