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This is the second issue of human rights africa, the newsletter from the
Secretariat of the African Decade of Persons with Disabilities.

In this newsletter we present articles about development, human rights and

disability in a broad perspective, with a focus on Africa. We do not treat

disability as an issue separate from other development challenges. The

reason for this is that we believe that people with disabilities must be

included in the mainstream development community, not out of charity or ) . Shuaib Chalklen
welfare concerns but because it is their human right. They too want to and Lina Lindblom

can contribute to the development process. Editor Publisher

The African Decade of Persons with Disabilities (1999-2009) is a collaborative initiative of the African Union, African Governments, UN

Agencies and NGO's working with disability and development. The Decade is administered by a secretariat that is based in South Africa. One
of the main goals of the Decade is to raise awareness about the situation of the estimated 60-80 million persons with disabilities in Africa.

The front cover photo features Remix Dance Company. Read about them on pages 3-6. Photography: Tania Scott. The British poster in the article
There are no disabled people on the AIDS posters is included with the permission of AVERT, www.avert.org. © Health Education Authority/Avert.



Our honesty has an
impact:

Remix Dance Project
addresses the issue
of accessibility to
culture. They want
people of all physical
abilities to be full
participants in cultural
life.

No disabled people
on AIDS posters:

Dr. Nora Groce is
developing guidelines
for the inclusion of
persons with
disabilities in
HIV/AIDS outreach.

It just became
easier to change
the world:

This is your chance
to influence
development
projects in your area,
says Charles Alton.

We dedicate a large part of this
second issue of Human Rights
Africa to HIV and AIDS. We
highlight the fact that persons with
disabilities are largely excluded
from HIV/AIDS services and
information. Calls for the inclusion
of individuals with disabilities in
HIV/AIDS outreach are at times
countered by saying that funding
for new disability-specific activities
is not available. In this newsletter
Dr Nora Groce of Yale University
tells us that it often only takes
minor adaptations to programs to
include individuals who live with a
disability. Together with Lakech
Haile Mariam in Ethiopia and
Bernard Bagweneza in Rwanda
she argues that the exclusion of
persons with disabilities from HIV
and AIDS programs is a human
rights-inequality that we simply
cannot accept. We also focus on
women in this issue, with an article
on the Women’s Network and a
story by one of its members. But
we start with dancing..
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has an impact

Remix Dance Project brings together performers with
physical disabilities and those without. Through their work
they want to address the issue of accessibility to culture to
ensure that people of all physical abilities can be full
participants in the cultural life of South Africa. By Lina
Lindblom.

- What makes us special is that we work with
contemporary dance in a way that not many companies do, where
the authentic bodies come first. Visually on the outside we look
like a different company because our bodies are very different
from a conventional dance company. We have different body
histories and types, says Nicola Visser.

- We are more in contact with reality, with the
world as it is. Instead of just having perfect dancing bodies, we
are more representative of society, Malcolm Black continues.

Nicola Visser and Malcolm Black formed Remix
in 2000.

- | went to this dance show with a friend in which
another friend danced. My friend was carrying me on his back
because it was inaccessible for me. Nicola was there. | did not
know her then. She asked me if | would like to come to a dancing
workshop. | thought she was insane but | went anyway, and |
enjoyed it. And here we are, Malcolm Black explains with a big
smile on his face.

- You never danced before you met Nicola? | ask.

- No, | had no idea that it was possible, he says.

>>




- My first thought was that Malcolm was a very good
performer. | was really fortunate to meet him. Dancing with Malcolm is
fun. It is a very personal thing that has nothing to do with him being in a
wheelchair, Nicola fills in and turns to Malcolm.

- You were just really talented in that workshop. There
were many people in it, but Malcolm stood out and was very alive. It
was great, she says.

It is on a hot and sunny Tuesday morning in Rosebank
just outside of the city of Cape Town that | meet Nicola Visser and
Malcolm Black and | watch a Remix Dance Project rehearsal. As | sit
on a podium in the spacious and accessible Hodgson Hall, the sun light
is pouring in from three directions through large stained glass windows.
Three female and three male dancers are rehearsing under the
leadership of choreographer Ina Wichterich. The white wooden doors
are open and the few people that pass by the studio cannot help but
smile, affected by the apparent and pure joy of the dancers. Their
dance is playful, yet focused.

They improvise, but at the same time they are aware of every motion.
Ina Wichterich claps her hands to get the attention of the dancers
without turning the volume of the music down. She challenges them to
reach further, to aim higher. “You have to change your mindsets”, she
says. “You have to take risks, otherwise you will never be the best you
can be”. She watches, encourages and instructs. The dance is
developed through mutual interaction. Watching them, it seems as if it is
impossible for the dancers to resist the temptation to make full use of the
light openness of the studio. They glide and almost fly across the old
wooden floor striving upwards and forward. Each dancer finds his or her
own way of interpreting and adapting the choreography. What strikes me
is the intriguing combination of motion and calm. The studio is filled with
energy and motion but still gives me a feeling of complete freedom from
stress. The room itself with its high ceilings, being part of a church
complex, adds to the serenity and beauty of the experience. It is almost
unfurnished with light yellow walls. This is where the Remix Dance
company rehearses contemporary, integrated dance every weekday. >>



- Contemporary meaning “of now”. It is informed by
whatever is happening culturally, historically — what is happening
right now in the world and within society, Nicola says.

- Because we use different body types people
often get a message out of it. The intention is not always to bring
that message across. People are not used to seeing different body
types dancing. The audience often find meaning in it simply
because it is new, Malcolm adds.

“I think many times honesty gets sidelined
in order to be politically correct”

Based at the Centre for African Studies at the
University of Cape Town in South Africa, the company became a full
time professional company in 2005. Remix has outreach programs
teaching and training at Learners with Special Needs Schools. They
work with other arts and culture organisations to make art and
culture accessible to all.

Malcolm Nicola
Black Visser

“Some people are quite shaken by it negatively”

Their critically acclaimed performances and their
education programs always run alongside each other. In 2002, Remix
was awarded the prestigious Arts Trust Award: Cultural Development
Project of the Year for its work.

- We are focusing on audience development, to get
people with disabilities into the theatres. To give them access, and to
get them to start dancing. Art shows us the way, and it shows us the
past at the same time. It shows us where we have been, and where we
possibly could head to, by dealing with what we have now. And that is
development. That is society. We go into the studio and we make work
happen together, rather than saying ‘you must put your arm up here
and you must put it there’. It is the same way with society. Society
cannot work by being dictatorial and authoritarian, saying ‘you all have
to do this, and everything will be fine’. It is about listening to the
individual, and then listening to the whole, Nicola argues passionately.

- | think that there is a sense of honesty in the

work that we do. People have stepped on so many toes in the
past, and people do not want to offend other people. | think
many times honesty gets sidelined, in order to be politically
correct or just to hide. Our honesty has an impact. Just by
making disabled bodies seen, integration being seen -
disabled and able together - | think that breaks down
stereotypes, Malcolm says.
- Inclusion and mainstreaming is what we are doing. No one is
excluded, there is access to all things for all people. This is
something that is not happening enough in South Africa,
Nicola continues.

Remix get mixed responses to their
performances.

- Some people are quite shaken by it
negatively. It is quite a big shock to see disabled people on
stage where you are expecting perfect bodies. Other people
just love our work, Nicola explains. >>



- Some people consider themselves to be
dance experts, and they have a problem with us just
because what we do is new. They do not now how to talk
about it or how to describe it, Malcolm adds.

Malcolm and Nicola think that everybody
must recognise their role in a changing society. After reading
an appreciative review in a local newspaper Nicola felt
obliged to write a letter to respond to the critic because of the
way the review was written. The paper published her letter.

- The problem with that review was
vocabulary. If you are going to be writing in the public
domain, if you are informing the public about what to see and
how to see it, then, really, there has to be some research
about that. Tackle it with honesty — say ‘I feel uncomfortable,
and | do not know what words to use’. Or research it and say
that ‘people with disabilities’ is the term to use in South
Africa, not ‘handicapped’ or ‘infirmed’, which implies disease
and something untouchable. You have to be careful, Nicola
argues firmly.

- The field of integration between disabled
and able is a completely new field. No one has got
knowledge about it, because in this country disabled people
have got their activities. Everybody has their activities. The
two spheres have not met, they are completely separate. So
when you tackle subjects like integration you should have the
honesty to admit that no one really knows what is going on,
because it has not happened much in this country, Malcolm
notes.

| ask them if they feel understood or
misunderstood.

- Both, they respond simultaneously.

- We have had a critic saying that we insult
the integrity of disabled people. It just means that she is
shocked. She is saying that | am insulting disabled people on
stage, but | am disabled. | am not insulting myself, Malcolm
concludes. <<

“Integration is a completely new field. No one
really knows what is going on.*



persons With disabilities
"#$

How can individuals with disabilities best be reached
by AIDS outreach efforts? Should they be included in
general AIDS campaigns and services? Are special
initiatives and targeted approaches needed? These
are questions being answered in the work of Dr Nora
Groce. By Lina Lindblom.

Nora Groce is a medical anthropologist at Yale University
in the United States. Her research interests include

disability in international health and equity in access to
health care. She says that she realised a few years ago
Nora Groce lives in rural through her work that people in the disability field had not
Connecticut with her husband been addressing HIV/AIDS and especially that people

and a large dog. They have two working with HIV and AIDS had no idea what was going
grown children. Photo: Yale on with disability. >>

University.




- While a large body of research exists on the disabling
effects of HIV itself, in fact there has been almost no attention to the fact
that people who live with a pre-existing disability are at increased risk of
AIDS. Or they should be according to our findings in the global survey
that we did in 2004, nobody has really looked carefully at it, Nora Groce
explains.

- The assumption is that people with disabilities are not
sexually active, they are not at risk of physical violence, drug use,
alcohol use — that people with disabilities somehow live apart from the
rest of the world. Of course, that is simply not true, she continues.

Dr. Groce is currently focusing on how people with
disabilities best can be reached by AIDS information and services. She
is working on a series of guidelines on specific sub-populations within
the disabled community, for example ‘AIDS and the deaf’ or ‘AIDS and
people with intellectual disabilities’. It will result in three or four books,
funded by UNAIDS and the ILO. She has also just done a paper with the
World Bank on guidelines for AIDS organizations that want to include
individuals with disabilities in their work. In the Guidelines for Inclusion of
Individuals with Disability in HIV/AIDS Outreach Efforts she and her
fellow authors propose a three part typology. Part one are outreach
efforts that include individuals with disability in general HIV/AIDS
programs at little or no additional cost, part two are programs where

minor or moderate modifications are needed that would entail a relatively
small expense. Part three are such outreach efforts that are directly
targeted to reach disabled people that requires special funding and
resources.

- | think that AIDS organisations are still not reaching out
to disabled populations. It is getting better, but it is still bad. Disability
groups are taking the initiative, but the money, the expertise and the
experience from working with HIV and AIDS are still with the AIDS
organisations. It will take us much longer if all the disability organisations
should set up their own programs. They should work with existing
programs wherever possible. There will be some specific disability
programs needed, | am sure. But they should really not recreate the
wheel. The AIDS organisations have a lot of programs out there, and
sometimes it just takes minor adaptations to have disabled people
included, Nora argues.

“I have never seen anyone with a disability
included in HIV/AIDS information posters”

| ask her what she thinks should be the basic
requirements for HIV/AIDS information when it comes to accessibility. >>

The poster on the left is from the United Kingdom (1992). The posters in the middle and to the right are by the South African government (2006).




- The basic requirement is that it should be accessible to
as many people as possible. That you put it in multiple formats. Many
AIDS campaigns are very witty. They are fast paced, they have double
meanings. They are meant to appeal to teenagers, but people who are
intellectually disabled sometimes are lost. So instead of having just one
ad, you have a variety. Another example is that everywhere you go in
South Africa there are posters on HIV and AIDS. They go to great pains
to include people who are white and black, people who are urban and
rural, young and old. A whole variety to catch the attention of people in a
multicultural society. But | have never seen anyone with a disability
included in any of these posters, she says, and continues:

- In many ways when the AIDS epidemic first started
years ago, at first it was framed mainly as a men’s disease, and
especially a gay men’s disease in North America and Europe. It was
only several years into the epidemic that people woke up and said that
women are also at risk. Then they had to bring women into the whole
AIDS discourse. In the same way as we have brought women in,
disability can follow. Excluding them is an unacceptable human rights-
inequality.

The guidelines will target policy makers as well as
practitioners and the media.

- The media has been very slow to respond. Again, if
you have an ad on television on AIDS, you usually do not see disabled
people in it. It takes almost nothing to include a disabled person in a
scene in one of those ads.

Nora Groce says that it is very important to target health
service practitioners with the guidelines. Through the global survey she
has had many reports of people being turned away at testing facilities by
doctors who say ‘you are disabled, you could not possibly be HIV-
positive’.

- We make a mistake sometimes with medical and
health staff. We assume that they know about disability. In fact most
people who are in medicine or in public health, unless they have taken a
specific course, they often do not know more about disability than the
rest of the population. And a lot of the training that they do get is about
prevention of disability. The issue is that a certain percentage of the
population is always going to be disabled. So how do we help disabled
people to be as healthy and active and vibrant as possible? It is
essentially health care for disabled people, not rehabilitation care, she
argues emphatically.

- Also, | want to say that disability groups should not just
be the recipients of information. We should be training disability advocates
as AIDS educators, both to train other disabled people and to speak at
general HIV and AIDS information sessions. People with disabilities have a
right to be part of the entire social fabric and not just a part of the disability
community.

“Until there are more numbers, getting the AIDS
people to pay attention is more difficult”

The guidelines that Nora Groce is working on are based
on findings from the Global Survey on HIV/AIDS and Disability that she and
the Yale School of Public Health did with the World Bank in 2004. In this
survey they received over a thousand responses from 57 countries
allowing them to conclude that the impact of the AIDS epidemic on people
with disabilities is largely unrecognized among both disability and AIDS
advocacy groups.

- The findings are that there are virtually no numbers,
nobody has included disabled people as a component in these broad HIV
studies that are out there. We are trying to get people to do that. Until there
are more numbers, getting the AIDS folk to pay attention is going to be
more difficult.

In her research Dr. Nora Groce has estimated that more
than 700 million individuals worldwide live with a disability. Eighty percent
live in developing countries, and the vast majority of them are excluded
from schools and opportunities to work, virtually guaranteeing that they will
live out their lives as the poorest of the poor. Despite the fact that the risk
factors associated with disability — extreme poverty, social stigma and
marginalization, high rates of unemployment and lack of access to
education and health care - are similar to those for HIV/AIDS, there has
been almost no attention to the impact of the AIDS epidemic on this
population, Nora Groce says. That is why the Global Survey on HIV/AIDS
and Disability was initiated. And that is why she is now focusing on
developing guidelines for inclusion of disability into HIV and
AIDS programs. The Global Survey is unique, and it has
been quoted all over the world since it was published.

- Yes, and it is not like | went out and
did a major study, although hopefully it is a good one.
This speaks to the need to have a lot more done,
Nora Groce says. <<






According to the World Health Organization, there
are over 600 million disabled people in the world and of these 400
million live in developing countries. Around 80 million live in Africa.
In Rwanda, a 2002 Census found that about 3.8% of the population
is disabled. However it is likely that this figure is too low, it seems
to me to be an underestimation. Persons with disabilities in
Rwanda are among the most stigmatized, the poorest, and least
educated of all the citizens. There is no accurate data on the
prevalence of different types of disabilities, but physical disabilities
are the most common - followed by deafness, mental deficiencies,
blindness and trauma, according to the 2002 Census.

Studies in Rwanda have shown that People with
disabilities are vulnerable to HIV/AIDS because they are
marginalised, discriminated, illiterate and relatively poor. Little
attention has been given by HIV/AIDS Organisations and centres to
inclusion of disabled people in their work.

Women with disabilities, especially the blind,
mentally disabled and deaf are more likely to be sexually abused or
raped and find it very difficult to access services and information
about HIV/AIDS in their communities. The major causes of the
spread of the virus in Rwanda are the high rates of multiple sex
partners, early onset of sexual activity and the overall crisis of the
1990s and 1994 war and genocide.

“If a woman has a disability it is difficult for her to
defend herself as she has lower energy levels
and is weaker” - Marry, a blind woman in Rwanda.

A large number of women, both disabled and non-
disabled, were raped, tortured, widowed and infected with
HIV/AIDS during the 1994 carnage that claimed close to a million
people in just 100 days. These women were raped by the
Interahamwe militia and government soldiers. They are still living
traumatic lives due to little or no medical aid.

The government and other bodies have often appealed to
the international community to provide medical care but disabled women
as well as men are not reached by existing programs. A lack of education
inhibits their ability to obtain and process information, and information
comes in inaccessible formats. There are usually no deaf interpreters for
the deaf and billboards do not reach the blind. Knowledge about HIV
prevention among young disabled persons is weak, and misconceptions
about HIV transmission are common. The lack of access to testing
centres and lack of privacy for people with communication difficulties
make the services very poor for disabled individuals in our country.

“I think if you test yourself and you find that you are
HIV positive, you don’t even want to tell somebody,
because if the community knows that you are HIV
positive and you are disabled, you become more
stigmatised. | think our community is still having a very
negative attitude about those people who are HIV
positive.” - Josephine, school of blind, Eastern region.

Inclusion of disabled people in the work of HIV/AIDS
organisations requires that disabled people are effectively participating in
programmes of prevention, monitoring and research that relates to
HIV/AIDS. To do this the general disability awareness among different
groups in society must be strengthened. People in different functions in
society need to understand the role of the family, churches, the role of
education and of the state in improving the lives and opportunities of
persons with disabilities. Contextualised programmes and
a new language that avoids stigmatisation are needed.

Dialogue has to be increased throughout Rwanda about
HIV/AIDS in general and disabled people and HIV/AIDS in
particular. >>



Lakech Haile Mariam says that women
with disabilities sometimes exclude
themselves from HIV and AIDS
programs because they are afraid of
double stigmas.

We  know that we

e a difference

‘Being woman and disabled in a poor country is a triple disadvantage’. Lakech Haile Mariam tells
us how to reach women with disabilities in the struggle against HIV/AIDS. By Lina Lindblom.

Being woman and disabled in a poor country is a triple disadvantage when it comes to
receiving health care. Studies show that the people most severely affected by HIV and AIDS are the
poor. Among the poorest of the poor are people with disabilities, women and youth[1]. Sub-groups within
disabled populations such as women with disability and disabled adolescents are also at greater risk
when it comes to HIV. Women with disabilities face all known risk factors for HIV and AIDS, but are
excluded from most efforts to prevent and treat the disease, Lakech Haile Mariam says. She is the
President of the Ethiopian Association of Women with Disabilities.

- Getting women with disabilities to access service and information should be measure
number one. This would make them self-supportive citizens. Associations at national and international
levels and professionals in HIV/AIDS programs should advocate disability issues and raise awareness to
reduce misconceptions at all levels of community, Haile Mariam argues.

The advocacy work of the National Association of Women with Disabilities in Ethiopia is
done entirely by disabled women. In order to increase the inclusion of disabled women in the national
HIV/AIDS programs and policies they have included representatives from parliament and government
ministries on the board of the Association, and they raise the issue on radio, television and in
newspapers. The Association is also providing HIV and AIDS information to women with disabilities in
the country.

- Our members come to the association office to discuss sexuality and watch videos
about HIV and AIDS. In the association office there is a mini-audiovisual room which includes video and
tape recorders with relevant information about reproductive health and HIV/AIDS. The members come to
the office from far away places. This shows that if disabled people get appropriate and friendly service
they can utilize it, she says.

Haile Mariam is concerned about the lack of research on women with disabilities and
HIV/AIDS. To obtain more information the Association has conducted a study on HIV/AIDS and women
with disability in Ethiopia through focus group discussions and individual interviews in major cities like
Addis Ababa. >>



- The study indicates that the public media does not
reach disabled people, that there is a misconception about disabled
people’s sexuality amongst service providers, that most health
providers and teachers do not know sign language which means that
it is difficult for deaf people to discuss personal issues and that it is
difficult to reach women with disabilities because most of them remain
in their homes. They exclude themselves from HIV/AIDS information
because they are afraid of the double stigma coming from being both
disabled and possibly HIV-positive, Haile Mariam says.

Exclusion of women with disabilites from the
reproductive health sensitisation, their lack of access to reproductive
health care services and low awareness of mother-to-child HIV
transmission mean than many disabled women die in silence, and
their children may be infected unnecessarily.

Women with disability are less likely to be educated
than both non-disabled people and men with disability. The global
literacy rate for adults with disability is as low as 3% and 1% for
women with disability, according to the World Bank[3]. Even when
they are in school, they are often routinely excused from sex
education classes because they are not believed to be or become
sexually active[4]. They are also more likely to be unemployed or
marginally employed. Their lack of access to formal education and
work vastly reduce their ability to access HIV/AIDS information.
Lakech Haile Mariam says that in general, women with disabilities are
excluded from national information programs about the pandemic.

- We should have different strategies for urban and
rural areas since technology and mode of communication are
different. An example of an effective approach to address harmful
traditional practices towards HIV/AIDS and disability is the community
conversation or dialogue program. This has been effective in small,
rural communities where you can include a large proportion of the
community in the program. In urban sites there needs to be an
addition to the community dialog approach, where you make use of
existing information media and Associations of Disabled people. In
cities it is easy to provide peer education, life skill training, providing
assertiveness and leadership training, having accessible information
centres and friendly services that welcome disabled people. In rural
places you could also have peer education programs by using
existing infrastructures, Haile Mariam explains.

She argues firmly that including disabled women in
HIV/AIDS programs cannot be a struggle exclusively for women.

- With the help of men some harmful traditional
practices have been reduced like that of having many wives, abduction,
circumcision of girls and women. Important changes on gender issues
have taken place through community conversation programs by
including influential leaders of the communities. It will also be true for
disability issues, she says confidently.

“People believe that it is safe to have sex with
disabled women”

- People believe that it is safe to have sex with disabled
women because they are not thought of as sexually active, and therefore
many people think that they are not likely to be HIV-positive. This
increases the risk of sexual violence for women with disabilities. These
women are often exposed to sexual violence in their homes. In order to
change this we need to involve men and influential leaders at community
level and run the conversation programs together with them, Haile
Mariam adds.

In the beginning the National Association of Women
with Disabilities in Ethiopia had only 15 members. Now they are 300,
and they are in close contact with each other. They know that their
members appreciate their work. The Association plans to expand its
activities by opening two regional associations. Lakech Haile Mariam
says that more role models are needed to empower women with
disabilities to participate in community life, and to change negative
attitudes that isolate them.

- One of our problems now is that we do not know to
what extent we cover the target group since most of them are in their
homes. We need to get them out into society to reach all of them. To do
this we must first increase the capacity of all actors in society to make
women with disabilities feel welcome. We make a difference. If we get
the chance we can make a big difference, Lakech Haile Mariam says.<<

[1] NUDIPU Desk Study, 2003, and “HIV/AIDS and Disability:Capturing Hidden
Voices”, World Bank and Yale University, 2004, accessible at
<cira.med.yale.edu/globalsurvey>

[2] World Bank and Yale University, 2004.

[3] “Disability and HIV/AIDS at a glance”, World Bank, 2004, available at
<www.worldbank.org/hnp>

[4] World Bank and Yale University, 2004.



African Network to

secure rignts of women

Women with disabilities are among the most
marginalized on the African continent. The
Secretariat of the African Decade of Persons with
Disabilities has facilitated the establishment of
an African Network of Women with Disabilities to
enable regional and national organisations to
share experiences that can improve the lives of
disabled women. By Gouwah Samuels.

The African Decade Secretariat has, as part of its
African Decade Disability Programme (ADDP),
decided to place emphasis on the need to mobilize
the women with disabilities on the continent. In so
doing the African Decade Secretariat organized a
Regional Consultative Forum for Women with
Disabilities in Senegal in July 2005. This Regional
Consultative Forum of Women with Disabilities
brought together 44 participants from 19 countries.
The participants constituted prominent women
representatives of various regional, national and
grassroots  disabled people’s  organisations,
continental disabled people’s organizations, national
decade steering committees and representatives
from the Danish Council of Disability Organisations.

The consultative forum resulted in
the establishment of the African Network of Women
with Disabilities whose work and agenda will be
guided by an Interim Steering Committee composed
of representatives from Mauritania, Ghana, Senegal,
Benin, Cape Verde, Mali, Uganda, Kenya,
Cameroon, Rwanda, South Africa, Zimbabwe and
Mozambique.

The goal is to ensure that women with disabilities across the African continent
benefit from and secure all rights that improve their lives. The role of the Network will be to
develop a continental framework and strategy to advance mainstreaming of disability and
gender issues, advise on relationships with other disability and gender specific initiatives,
ensure collaboration among sectors addressing different aspects of the needs of women with
disabilities, recommend standards, measures and indicators regarding delivery of socio-
economic services, collaborate with similar regional initiatives and institutions, advise on
generic issues facing women with disabilities on continental and international levels and to
share information, experiences and strategies that have improved lives of disabled women.

Members in the Network are disabled women from all countries on the
Continent. Representation includes organizations and institutions such as Disabled People’s
Organizations, governments and commissions, as well as technical experts. If you want to get
in contact with a member of the Interim Steering Committee of the Network, please write to
gouwah@africandecade.co.za, and you will be assisted. Read a personal article by one of the
members of the Committee, Mrs. Sebenzile Matsebula, on the following two pages.<<



The conditions of us women with disabilities are u i i i i

difficult in Africa, but | have realized that the needs GFOWIHg up In apartheld South Africa was nc_)t

and challenges are much the same all over the easy. Every six months the government provided a
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South Afica. By Sebenzile Matsebula, pass for me that classified me as a crippled native.

Sebenzile Matsebula was Deputy Director in the Office on the Status of
Disabled Persons in the Presidency of South Africa from 1997 to 2001, and
Director between 2001 and 2005. Her responsibilities included the
development and implementation of disability inclusive policies, the promotion
of integration of disability in government departments, the implementation of
public awareness campaigns on rights of people with disabilities and an
economic empowerment project. She is now an Executive Director at African
Access Holdings - a company which is committed to the economic
empowerment of people with disabilities. Sebenzile Matsebula has studied in
Botswana, Canada, Swaziland and the United States of America. She is a
member of the board of the Secretariat of the African Decade of Persons of
Disabilities, as well as of the Interim Steering Committee of the Women'’s
Network (read about the Network on page 14). She also regularly serves as a
member in and adviser to several international organizations, such as the
United Nations Ad Hoc Committee on a Comprehensive and Integral
International Convention to Promote and Protect the Rights and Dignity of
Persons with Disabilities.



| contracted polio as a baby which resulted in
paralysis of my lower limbs and | have used crutches for the most
part of my life. However, due to over-exertion on muscles | have
developed the now famous “post-polio syndrome”, which has
compounded my disability. Subsequently | am now using a
wheelchair as an added means of mobility. The upgrade to a
wheelchair has given me more liberty and | wish | had done it much
sooner.

Growing up in apartheid South Africa was not an
easy path. | remember moments when as a young child my mother
and | traveled by train from Barberton (in the then Eastern
Transvaal) to Johannesburg. This would mean having to get a train
at Breyten at midnight. Breyten is one of those places that are
brutally cold in the winter. Every six months the apartheid
government provided a pass for me that classified me as a crippled
native. This allowed my mother and me to travel to the non-
European section of the Johannesburg hospital. There | was fitted
with heavy iron calipers from the waist down together with heavy
metal crutches and boots. This was a regular rehabilitation process
throughout my growing years. | have vivid memories of riding in the
third class section, where all “darkies” had to ride throughout that
cold and long journey to Johannesburg. There were no beds to lie
down on so my mother sat up the whole night on a hard cold bench
cramped with many other people. | put my head on her lap and slept
most of the way. That was my experience of unconditional love from
my mother.

My fortune started off with having both of my
parents, who were teachers, strongly believing in integrated
education. Hence, | attended a mainstream school where | was the
only child with a disability. Back then this was not a pleasant
experience as | was a minority. Children, being cruel at times, really
gave me a hard time in my formative years. However, looking back |
realize that actually those challenges of being educated in an
environment where | was the only one with a disability helped
develop my resilience to challenges and difficulty. At the current
stage of my life | am adaptable to any situation. This has given me
an edge in my personal and professional development.

During my adult working life | have traveled
extensively to promote disability rights and to forge links and
partnerships with the international disability movement. There are

very few countries that | have not visited. This has given me an
opportunity to realize that much as the conditions of women with
disabilities are difficult for us in South Africa - the needs and challenges
are the same all over the world, including in developed countries. Just
because a woman with a disability lives in a rich country, that does not
guarantee her civil rights. She is just as frustrated and faces the same
challenges and discrimination that | face in South Africa. The one
advantage of living in South Africa is that my rights are protected by the
Constitution through the Bill of Rights. There are also humerous Acts and
regulations that give guidelines to protect my rights. This gives me a
certain amount of liberation. However, the practical challenges in real life
situations remain the same as in many countries that do not have legal
systems to protect civil rights.

My quality of life is further enhanced by being a mother of
two boys aged 20 and 17 years who give real meaning to my life. As
babies | carried them on my back as millions of African women do on a
daily basis. | had to work out a strategy of putting a heavy baby on my
back whilst sitting, strapping him on securely and then standing up with
the aid of my crutches. That was a full-fithess regime, which led to the
high development of my upper limbs.

| value and enjoy life to the fullest. My philosophy is that
life is too short and hence every opportunity must be used to enjoy it to
the fullest. This philosophy is a reality in my life because | work hard and
also play hard. Watch me in the office Monday to Friday putting my best
foot forward. And when the opportunity avails itself - watch me on the
dance floor as well! <<



The Secretariat of the African Decade of
Persons with Disabilities must play a

strong advocacy role in lobbying for both
rights and development. Our struggle for
human rights is essentially a fight against
the overwhelming poverty of disabled
Africans. By Shuaib Chalklen.




Organisations of disabled people correctly identified the struggle
against forced rehabilitation as a struggle against medicalising
their position in society. This struggle has largely been won, with
the most ardent proponents of rehabilitation and adjustment now
adopting the social model of disability. In South Africa the social
model has called for the respect of disabled persons’ rights and
their development. This has meant that the state has had to
acknowledge, respect, and implement laws and policies aimed at
the promotion of disabled persons’ rights, adopt measures to
ensure that society both understands and respects disabled
persons, and develop policies and laws that ensure that disabled
persons have adequate social protection and opportunities
available to all other citizens for development and progress, such
as education and jobs. This process continues today. Most human
rights activist working in the disability sector now agree that in
less developed countries the emphasis of the struggle for human
rights is on fighting poverty.

The African Decade of Persons with Disabilities
was proclaimed to address the human rights and development
needs of disabled Africans. The Secretariat being a body
established by organisations of disabled persons (DPOs) is
primarily concerned with the conditions of disabled persons and
their organisations on the continent. The strengthening of the
DPOs is therefore the main activity of the Secretariat. However, in
the absence of strong advocates for the rights and development of
disabled Africans, the Secretariat must also play a strong
advocacy role and sees itself as a lobby group for rights and
development and against the overwhelming poverty of disabled
Africans. This compels the Secretariat to advocate for the
inclusion of disability into the existing development priorities of
African Union member states.

Shuaib Chalklen is the CEO of the Secretariat of the African Decade of Persons with Disabilities.

The exclusion of disability from existing national
development priorities perpetuates the poverty and despair of 60-
80 million disabled Africans. Inclusion into existing development
priorities can provide development for disabled Africans, such as
inclusion into the Millennium Development Goals, and into the
poverty reduction strategies of countries. It is imperative that
governments and International Development agencies begin to
include disabled persons in their activities such as education,
employment creation and health services. The Secretariat, while
recognising the development needs of organisations of disabled
Africans, cannot be idle while the needs of disabled people are
being ignored. The Secretariat must therefore continue to
strengthen its advocacy at local, continental, and International
levels. Recent initiatives with the World Bank and the UN agencies
are vital if we are to achieve any substantial improvement in the
lives of disabled persons. We are currently developing partnerships
to work on a new youth program, to reach out to African journalists
and media, as well as to mainstream disability into HIV and AIDS
outreach. At the same time we continue working with the DPOs to
lobby African governments to include persons with disabilities in
poverty reduction strategies, and the processes behind these
strategies. For us, the fight against poverty cannot be separated
from the overall struggle for dignity and respected rights.

In the South African example, the achievement of
the local disability rights movement was done through the strength
of the movement and through the emphasis on both rights and
development. No hungry person can live on good intentions. It is
real opportunities for development and the safety of a caring and
supportive state that will ensure lasting development. That is why
we focus on rights and development at the same time when we
work in other African countries as well. <<
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Charles Alton is a quadriplegic from a spinal cord injury due
to an accident in 1973. As a consultant for the World Bank,
Charles evaluated and recommended the best means to
include people with disabilities into the Bank’s Safeguard
Policies and Procedures, and in the Disclosure Policy.

He has been married for 30 years and has raised

five boys.




Each instance of failed participation is a lost opportunity
to make your community, country, region and the world more accessible
to, and accepting of, people with disabilities. For example, each missed
opportunity to make an infrastructure project accessible through
implementation of universal design concepts leads to a long-term and
potentially irreversible impact on the people with disabilities community.
Few countries will revisit a project post-completion to retrofit
accessibility, especially when the task would have been considerably
easier to accomplish if adequate information had been presented before
the construction stage.

The IFC’s fundamental mission is, “to promote
sustainable private sector investment in developing countries, helping to
reduce poverty”. As detailed in numerous reports, addressing the needs
of disabled persons is a crucial aspect of any genuine effort at poverty
reduction. For each of the past two years, the IFC has committed more
than $400 million in financing in the Sub-Saharan Africa Region. Now,
the IFC desires to accelerate Africa’s economic growth in order to reach
the Millennium Development Goals, including the target of cutting
poverty in half by 2015.

The IFC helps firms finance capital improvements,
attracts strategic investors, and mobilize additional funding from
commercial banks. The private sector can help raise living standards for
poor people in developing countries, but only if the economic climate is
conducive to investment, job creation, and higher productivity. In
addition, the IFC collaborates with the public investment side of the
World Bank which has over $17 billion in projects under implementation

in Africa. Importantly, the IFC recognizes that business development in
certain regions, such as in Africa, is not always equitable. For example, in
less urbanized areas, disadvantaged groups like people with disabilities
have often been excluded from full economic participation.

To make use of the new policies, you should:

- Work with the representative organization of people with
disabilities in your area, country or region, to consolidate and focus your
disability concerns and issues, so that they can be submitted through this
IFC process. Contact the Secretariat of the African Decade of Persons
with Disabilities if you need assistance in finding your regional
organization on adminl@africandecade.co.za.

- Actively request disclosure documents such as Social
and Environmental Assessments in order to become involved in projects.
These documents can be accessed through the IFC website:
<http://www.ifc.org> or at <http://www.worldbank.org/infoshop>.

- Ensure issues concerning people with disabilities are
identified, evaluated, and included in the final project designs. Seek help
from the Development and Disabilities Team of the World Bank or
specialists who can consult you and help you understand the process. |
am, for instance, part of an expert team of disability consultants with
extensive experience representing the needs of minority and vulnerable
groups in formal decision-making processes.

This is your opportunity to influence the outcome of any
development project being proposed in your area. Help make people with
disabilities visible in development projects. <<
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On the following pages we provide you with interesting links on HIV/AIDS, human rights and disability. Check this selection of
websites if you want more information to complement the articles in this issue of Human Rights Africa.

In 2004, the World Bank, working in association with the Yale
School of Public Health, conducted a Global Survey on
HIV/AIDS and Disability which specifically sought to determine
the impact that the AIDS epidemic is having on individuals with
disability around the world. (See the article entitled “There are
no disabled people on the AIDS posters” in this newsletter.)
Read the findings on the Global Survey website:
http://cira.med.yale.edu/globalsurvey/index.html

An internationally-focused website with comprehensive
information on prevention, infection, treatment, statistics, news
and events. Administered from England but does a good job of
presenting globally-relevant information with sections pertaining
specifically to Africa, the USA as well for youth, gays and
lesbians: http://www.avert.org/

The official website of the Joint United Nations Programme on
HIV/AIDS that is comprised of 12 UN organizations as well as
the World Bank. Contains countless press releases, studies and
articles that can all be searched by topic, region or agency:

www.unaids.org

Guidelines and ideas for community based AIDS education and
prevention appropriate for various cultural contexts. Published
by AIDS Action and Healthlink Worldwide:
http://www.aidsaction.info/aa/index.html

HIV/AIDS news from around the world that, according to the
site, is updated hourly: http://www.aeqgis.org/

A comprehensive HIV/AIDS information site that contains the
basic information on HIV, news on prevention, treatment and
care of HIV/AIDS as well as information and news focused on
HIV globally. It is run by NAM a community-based organisation
working from the UK: http://www.aidsmap.com/

The latest news on HIV/AIDS from Africa, updated daily.
Organises and stores updates from over 125 African news
organizations: http://allafrica.com/aids/

The Constellation for AIDS Competence wants to see a world
where AIDS competence is spreading faster than the virus:
http://www.aidscompetence.org/




K

The World Health Organization provides links to descriptions of
activities, reports and news, as well as contacts to the various
WHO programmes and offices working on the topic of HIV/AIDS:
http://www.who.int/topics/hiv_infections/en/index.html

A comprehensive list of books, reports, cassettes, CDs, videos,
websites and email forums relating specifically to HIV/AIDS and
disability as well as links to organisations currently working on
HIV/AIDS education for people with disabilities can be found here:
http://www.ids.ac.uk/sourcesearch/cf/keylists/keylist.cfm?Search=0Q
L _hivdis AS04&topic=hiv

The AIDS and Disability Action Program is a part of the British
Columbia Coalition of People with Disabilities “Wellness and
Disability Initiative”. Founded in 1988 in Canada, the program
collects and creates HIV and AIDS prevention material in
accessible formats. They have produced a set of easy-to-read-and-
understand pamphlets on HIV/AIDS and related issues. Hard
copies of resource materials are available upon request, via this
website: http://www.bccpd.bc.ca/wdi/adap.html

This is a great collection of links to organisations and networks of
women with disabilities, as well as of links to information about
issues affecting women with disabilities:
http://www.bioethicsanddisability.org/disabledwomen.html

Read about a rare research project on women with disabilities here:
http://www.bioethicsanddisability.org/disabledwomen.html

More than 40 researchers have taken part in the two year Disability
Knowledge and Research Programme. Read their findings here:
http://www.disabilitykar.net/learningpublication/introduction.html

The SINTEF Group is a large independent research organisation in
Scandinavia. Among their projects is research on the relationshiop
between disability and poverty in Africa, funded by the World Bank.
Read more: http://www.sintef.no/content/pagel 5116.aspx

The Office of the United Nations High Commissioner for Human
Rights has information about the human rights dimension of
disability:
http://www.ohchr.org/english/issues/disability/intro.htm#human

There is also a study on Human Rights and Disability, reflecting and
analysing the shift to the rights-based approach to disability and
what this means for the United Nations:
http://www.ohchr.org/english/issues/disability/study.htm

The latest information on the work of the United Nations Ad Hoc
Committee on a Comprehensive and Integral International
Convention to Promote and Protect the Rights and Dignity of
Persons with Disabilities can be found here:
http://www.un.org/esa/socdev/enable/rights/ahc8.htm

See also the Convention Ratification Toolkit developed by Disabled
Peoples International: http://v1.dpi.org/icrpd/en/index.htm







