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PERSPECTIVE:

A Way of Seeing Things



Inclusion International’s
Millennium Development
Goals:

Vision and Targets for 2015


Présentateur
Commentaires de présentation
The UN MDGs are a set of eight time-bound and measurable goals for reducing poverty, hunger, disease, environmental degradation, illiteracy, and gender inequality, agreed upon by world leaders at the United Nations Millennium Summit (September 2000)



The UN MDGs provide an international focus on reaching specific targets, offering a framework for advancing inclusive policies and practices for people with disabilities 

The Inclusion International Millennium Development Goals (II MDGs) mirror those of the UN to link efforts and achieve results for people with intellectual disabilities and their families 



II’s MDGs provide an agenda for inclusive policy and programming in education, maternal and child health, poverty reduction, human rights, gender equality, HIV/AIDS and global partnership substantiated by clear targets that we are committed to working towards by the year 2015



To realize this commitment, II is working through:

Knowledge & Data Collection 

Resource Development & Knowledge Sharing 

Policy Engagement 






Eradicate Extreme Poverty
For People with Disabilities
and their Families:

By 2015, people with intellectual
disabilities and their families will
live free of poverty and
discrimination



Poverty and Intellectual
Disability: Some Global
Facts

+ It is estimated that as many as 1 in 5 of
the poorest people have a disability

» 26 million people with intellectual
disabilities and their families are among
those living on less than $1 a day.

- For others, individual and household
incomes fall well below the poverty line



Poverty and Intellectual
Disability: Some National
Facts

- Brazil: disabled workers earn 45% less

than non-disabled workers

- Moldova:1/3 households that have a child

with disabilities fall into the lowest-income
quintile.

Romania: households with children with
disabilities have 65 7% per capita income

* Hungary: household income with child with
disability is 79% average household income.



Poverty and Intellectual
Disability: Some National

Facts

- Estonia: households with disabled
members aged O to 24 years of age
have incomes that are 84% income

- MENA: Over 70% of adults with
disabilities are unemployed or out of
the labour force, in some countries

almost 100%

» El Salvador: approx. 987% people with
disabilities are unemployed



Poverty and Intellectual
Disability: Some National

Facts

» Canada: over 70% of working age
adults with intellectual disabilities
are either unemployed or not in the
labour force

* Europe: 78% of people with severe
disabilities age 16-64 are outside the
labour force, compared to 27 %
without disabilities.



Cost of Disability Borne by
individuals and Families

» Un-reimbursed costs of care-giving,
health care, medication, technical
aids and devices

» Largest un-reimbursed cost is care-
giving provided by families
- Reliance on families leads to ill health,

lost opportunity to earn income,
increased family debt



Extra Costs of Disability

+

Inability to Work

Poverty and Debt
(UK Study)


Présentateur
Commentaires de présentation
Agnes Anyendwa is a widow and a mother of twelve children... She used to sustain her family by selling foodstuffs at the market. She used to spend the whole day working at her stand before she had an eleventh child called Agnes Nyangu. Agnes has a developmental disability. Since then the mother has no time to be at the market for the whole day, so she spends much of her time at home with her disabled child. Life since then has never been the same.

Source: Status of Poverty and Disability in Africa






Key causes of poverty of
people with disabilities and
their families

» exclusion from education, appropriate
health care and employment opportunities

* loss of income due to care giving
responsibilities

» additional costs associated with disability
» 'discrimination by association’ of families
who have a member with a disability,

resulting in fragile social networks &
exclusion


Présentateur
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The facilitators were breaking new ground so a number of problems arose:

·        Progress was slow because the disabled persons were being searched for. Facilitators went door-to-door asking for directions.

·        Makululu has a lot of illiterate people who are very superstitious. In most cases, the facilitators were suspected to be Satanists enlisting future victims or intending victims. So on many occasions, the facilitators were rejected or threatened with violence if they visited again. The facilitators were informed that some people had been stoned when conducting similar activities.

·        Some did not want to respond because they claimed that many people had conducted similar activities before without any tangible results. They felt they were being used and cheated.

·        Facilitators failed to capture some disabled persons because they were not found at their respective homes most of the time they were visited. 

From the Zambia Country Report, Status of Poverty and Disability in Africa: Summary Report 










Achieve Inclusive Education:

By 2015, all children with
intellectual disabilities will
receive good quality, inclusive
education with appropriate
supports to ensure that each
child reaches their highest
potential


Présentateur
Commentaires de présentation
	 



 


Barriers to Inclusive
Education

* Fewer than 5% in majority countries
now completing primary education

* Exclusion starts early (ECE)

- Mandated exclusion


Présentateur
Commentaires de présentation
The World Bank suggests this “number may be growing due to global conditions of increasing poverty, armed conflict, child labor practices, violence and abuse, and HIV/AIDS


Promote Gender Equality for
Women with Disabilities:

By 2015, social, economic and
political discrimination against
women and girls who have a
disability and their mothers will
be eradicated


Présentateur
Commentaires de présentation


 




Evidence of Gender
Inequality

* Labour market participation rates in
all regions, and all countries

- Eg. Morocco: 18% vs. 4%
- Libya: 31% vs. 5%

» Responsibility for care
* Blame for disability

* Vulnerability and sexual abuse (40-
70%)


Présentateur
Commentaires de présentation
MENA, “The common denominator among all families is the mother’s shouldering the foremost and main responsibility of caring for the family member with disability. In case she is not there, the burden falls upon the older sister.”   We found the stigma and misconceptions associated with the birth of a child with a disability leads to family breakdown, particularly in countries in poor countries of the South.  It is usually fathers who abandon, leaving mothers and sisters with the total responsibility for care. 

 

When a child with a disability is born into a family, the mother is often blamed. Many men then leave their wives and children and marry other women. There are therefore a lot on single mothers with disabled children.  Source: Status of Poverty and Disability in Africa

 

A common theme from participants at the Africa Regional Forum was that women and girls with disabilities are especially vulnerable to sexual abuse as they are often seen as not sexually active and therefore targets of attempted “virgin cleansing.”  It was also reported, as confirmed by published research, that women with intellectual disabilities are targets for rape because they are considered unable to testify against the rapist.





Vulnerability is also a cause for concern whereby by an estimated 40% to 70% of girls with intellectual disabilities are expected to be sexually abused before the age of 18 (Roeher Institute)






Reduce the Mortality of
Children with Disabilities:

By 2015, the mortality rate of
children who are born with a
disability or become disabled in
the early years will be reduced by
two thirds


Présentateur
Commentaires de présentation
Mortality for children with disabilities may be high as 80% in countries where under-five mortality as a whole has decreased to below 20%;In certain cases there seems to be a ‘weeding out’ process where the lives of infants with disabilities are so severely undervalued 

Kalifa was four months when Eugenia noticed that her daughter was not well. The doctors knew right away that she had Cerebral Palsy but just as the unusual birth, could not explain what went wrong. Eugenia’s family is not supportive of her position or her daughters and is very unwilling to help. She cannot maintain a full time job because she has no one to care for Kalifa nor to take her to school or therapy. She lives in a one-room shack in a squatting village without running water, lights or proper toilet facilities. Not to mention, no security. She accepts whatever financial aid she can get and is very grateful for the fact that at least her daughter is alive. Kalifa may never walk nor talk and her chances for a semi-normal life are very slim. 

Eugenia’s life of poverty is a major factor in Kalifa’s eventual fate. She cannot afford specialists or specialty treatments that are limited to the paying few. Her lack of a proper education lent a hand in her limited understanding of her daughter’s condition and treatments that are necessary. Both her and Kalifa have a very hard road ahead. Kalifa is now four years old.

Source:  Case Study, Trinidad and Tobago 



The Africa study found that when families have little food and access to health care, children with disabilities are often the last in line.  As we witness increasing rates of malnutrition in the developing world, the report suggests children with disabilities are usually the worst off, systemically the ‘last in line.’   

 

In a township in Gauteng, South Africa I have come across 3 teenage sisters (all have an intellectual disability) in a special school who have been repeatedly sexually abused by the neighbour who has HIV/AIDS.  When the girls told their mother she beat up on them and said they had been lying.  When this was reported to the police, they turned a blind eye.  Upon my last visit to the school the one sister had already died (from HIV/AIDS related illnesses) and the principal informed me that the other two would not last very long.  They looked sick and malnourished.

— Report from a participant at the Ouagadougu Regional Conference

Source: Status of Poverty and Disability in Africa








Achieve the Rights of
Children and Families:

By 2015,

* The rights of children with
disabilities will be respected:;

* mothers will receive adequate
pre- and post-natal health care;

- families will get the help they
need


Présentateur
Commentaires de présentation
The focus on early intervention and pre- and post- natal health care tends to lead to a discussion about disability prevention, often in a way that undermines the dignity of life for people with disabilities today



Inclusion International supports the provision of health education and adequate health care for mothers and their infants in a way that is sensitive and respectful of people living with disabilities and that promotes the value of mothers who have a child with a disability




Combat HIV/AIDS:

By 2015, the spread of HIV/AIDS in
the community of people who have a
disability will begin to be reversed
and children with disabilities who
have been orphaned will be supported
and cared for in the community


Présentateur
Commentaires de présentation
There is little data to confirm the prevalence rate of HIV/AIDS among people with disabilities.  But, we know from the experiences of families and people with disabilities in Africa that conditions of extreme poverty, and poor health education result in increased exposure and infection




Key Issues Regarding
HIV/AIDS

- Prevalence rate

- Existing outreach strategies to
educate people with disabilities
about HIV/AIDS

- Impact of multiple
discrimination on person with a
disability living with HIV/AIDS

- Children with disabilities
orphaned by AIDS



Ensure Environmental
Sustainability:

By 2020, achieve significant
improvement in the lives of
people who have an intellectual
disability and their families who
live in extreme poverty


Présentateur
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The outcome of extreme poverty faced by people with disabilities is often compounded by unsanitary living conditions such as living on the streets or living in some of the poorest neighbourhoods worldwide



A result of living in these conditions, coupled with the poor access to health care and nutrition, is that many people develop a disability and in the reverse many people who have a disability end up living in these conditions because of a lack of access to education and health care supports




Develop a Global Partnership
for Development:

By 2015, global efforts to
promote good governance and
global partnerships will
contribute to the human rights of
people with intellectual
disabilities, including citizenship
and economic rights


Présentateur
Commentaires de présentation
Increasingly, donor agencies are developing policies on disability & international cooperation. Examples of such policies include:

NORAD: The Inclusion of Disability in Norwegian Development Cooperation: Planning and Monitoring for the Inclusion of Disability Issues in Mainstream Development Activities 

USAID: Disability Policy

SIDA: Development Co-operation for Children and Adults with Disabilities



The systemic link between poverty and disability can no longer be ignored. The findings of this report reflects the need for a shift in the focus of development assistance from the traditional means of addressing issues of disability as unique programming issues to begin to integrate disability issues into government, donor agency and NGO strategies across sectors at the national, regional and global level.

— From Voices from the Americas: Status Report on Poverty and Disability in the Americas

 






What Have We Learned?

The link between Poverty and Disability is Social Exclusion:
- Poverty is not only about money it is about being excluded

- Limited access to education, health care and vocational
training plus undervaluing of abilities means fewer
opportunities to work or be a part of the community

- Increased medical and disability related costs impact on
families and individuals

- Responsibility of care-giving falls disproportionately on
women

- Day to day needs of "getting by" result in fewer informal
supports


Présentateur
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Poverty is not only about money it is about being excluded (from school, from work from community)

Families report that time to build social networks,friendships or get involved in the community is consumed with the day to day needs of “getting by” resulting in fewer informal supports 








Africa

Cultural and social conception of disability

Extreme poverty and exclusion further marginalizes people with
disabilities and their families

Development Assistance ignores disability (eg HIV/AIDs,
Education etc.)

Poverty Reduction Strategies do not effectively engage civil
society

Civil society (especially family organizations) do not have the
capacity to contribute effectively to decision making processes
that impact on poverty



Europe

Significant exclusion of people with intellectual disabilities and
their families in both east and west

Poor attention to intellectual disability within social inclusion
agenda

Little or no attention to the role of families within policy
development

Failures of the welfare state in the west?

Social Protection framework fails to promote inclusion &
contributes to exclusion

Transition fo market economies has systemic implications for
exclusion:

- Dysfunctional labour markets

* Need for pension reform

* Need for social assistance programmes

* Post conflict environment

+ Social exclusion



MENA

Social conception of disability based on medical model and social
misconceptions

Intellectual disability higher numbers than other disabilities -
less awareness

Family based organizations largely controlled by professionals
Conditions of political unrest foster exclusion of vulnerable
groups

Difficult environment for CSOs to promote human rights
Enormous economic inequality within nations and within region

Extremely important role of family has been both an asset to
inclusion and a detriment

Displaced and immigrant populations


Présentateur
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Family based organizations largely controlled by professionals

    (agenda continues to focus on delivery of much needed services)



Extremely important role of family has been both an asset to inclusion (people are cared for in the community) and a detriment (disability is a private issue often hidden)




ASIA PACIFIC

Enormous region with very different political and economic
contexts (India, China ..)

Disability organizations have developed strategies at the
regional level with support from UNESCAP to promote poverty
reduction

People with intellectual disabilities and family organizations in
the region are not included in the regional process



The Americas

“Listening to families helps us to understand that poverty does
not affect only individuals but poverty is systemic human
issue affecting families, communities and nations." Dr.
Roberto Leal, Executive Director, Inclusion Inter-Americana.

Poverty is about exclusion (across all the MDG areas)
Structural causes (extreme and relative poverty)
Development Model

Cultural Attitudes (About Disability)

Inclusion and recognition of rights is not deeply rooted (new
democracies)



Hope for the Future

The Convention on the Rights of Persons
with a Disability offers:

A Human Rights Framework
AND

An Opportunity for Development



Comparing Perspectives

WHO Atlas Inclusion
International

Service and resources |Poverty and MDG's

Special Disability Generic/mainstream
Programs programs

What exists What's missing




Convention on the Rights of
Persons with Disabilities

A Common Way
Forward:

Implications for the
WHO



Preamble: Families

...the family iIs the natural and fundamental
group unit of society and is entitled to
protection by society and the State


Présentateur
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, and that persons with disabilities and their family members should receive the necessary protection and assistance to enable families to contribute towards the full and equal enjoyment of the rights of persons with disabilities 




Right to Life:
Article 10

States Parties reaffirm that every
human being has the inherent right to
life and shall take all necessary
measures to ensure its effective
enjoyment by persons with
disabilities on an equal basis with
others.


Présentateur
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Health Promotion vs prevention:  Don’t prevent us, include us

People with Down Syndrome; people with autism


Right to Legal Capacity:
Article 12

» persons with disabilities enjoy legal
capacity on an equal basis with others

* access by persons with disabilities to
the support in exercising legal
capacity

» appropriate and effective safequards
to prevent abuse


Présentateur
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Montreal Declaration


Liberty and Security of
the Person: Article 14

Enjoy the right to liberty and
security of person



Freedom from torture or
cruel, inhuman or degrading

treatment or punishment:
Article 15

No one shall be subjected to torture
or to cruel, inhuman or degrading
treatment or punishment. In
particular, no one shall be subjected
without his or her free consent to
medical or scientific experimentation



Protecting the integrity of
the person: Article 17

Every person with disabilities has a
right to respect for his or her
physical and mental integrity on an
equal basis with others.



Living independently and
being included in the
community : Article 19

Right to choose their place of
residence and where and with whom
they live



Right to Health: Article 25

Right to the enjoyment of the
highest attainable standard of health
without discrimination


Présentateur
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Marty Ford’s brother

Angelica

Ashley treatment


Next Steps: Identifying
Areas for Action

1. Comparable data on disability for each Millennium
Development Goal

2. Develop tools for governments and civil societies to
participate in policy development and implementation
that takes into account issue facing people with
disabilities and their families (CRPD)

3. Develop monitoring mechanisms for each of the
MDGs to measure and evaluate impact on disability

4. Create capacity to link knowledge and expertise of
people with disabilities, their families and
organizations to decision-making processes



www.inclusion-international.org
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