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How can our ‘natural’ bodies be reimagined — and
relived — in ways that transform the relations of same
and different, self and other...—Donna Haraway.
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Foreword

It is indeed a privilege to be asked to write a foreword
for this disability project book, a BRAC James P
Grant School of Public Health, BRAC University
production. The book captures the photo narratives
of people with disabilities, and talks about disabled
bodies who desire intimate connections. Globally,
there are 650 million people with disabilities whose
socio-economic situations have changed; however,
the situations are far from desirable. Historically,
society has not questioned the ideology of normalcy.
In South Asia, disability was understood as a
charitable category. Later, disability was understood
as a personal tragedy, rendering a medicalized
understanding with an emphasis on cure. The social
model in contrast understands that the problem of
disability is located within society. The cause of the
problem is thus not the individual limitations, of
whichever kind, but society’s failure to include the
needs of the disabled people in its social
organization. However, despite the bonuses of the
social model, such as access to the built
environment, education, and employment, bodies
and sexual desires of disabled people have been
silenced.

This project brings the voices of disabled people,
whose embodiment is alive and enchanting. The
stories signify that a disabled person must fight and
resist to be the author of her/his own sexuality in a
society where the disabled person has to first
establish him/herself as sexual being. In a scenario
where sexuality is intimately tied to marriage,
opportunities for sexual exploration outside marriage
among disabled people in South Asia are
non-existent. In this book, we come across Shukla’s
narrative, who, however, resists this normative notion
of marriage and brings to table a basic desire to be

intimate.

Through ten powerful photo-narratives, this book
brings some poignant thoughts that the reader will
relate to lives of disabled people in Bangladesh. As a
teenager, Romel remembers that he had, what he
describes as intense sexual desires. Since he didn’t
have his two arms, he often used his legs to
masturbate. Nayeem on the other hand unlocks the
disabled body and creates different avenues for a
healthy sexuality, which is not based on intercourse.

[t is only by challenging prevailing socio-cultural
values and the binaries of normal and abnormal, that
disabled people can resist normative constructions of
disabled as dependent, asexual or deformed, and
begin to forge new identities. As disabled people, the
invisibility of our lives becomes heightened by the fact
that media implies the belief that ‘normal’ body is that
which is desirable. The media emphasizes that there
is an ideal weight, size, and color. Once these
messages become internalized, disabled people get
trapped in subscribing to the non-disabled norms.

Finally, this project prods us to understand diversity -

a reminder of ‘heterogeneity of disability,” which is an
integral part of the human experience, is critical. The
book will thus be an invaluable tool for policy-makers,
researchers, practitioners, advocates and volunteers
involved in disability.

Anita Ghai
Ambedkar University Delhi, India
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Note from the Dean

It is a pleasure to publish this book from The Centre
of Excellence for Gender, Sexual and Reproductive
Health and Rights, BRAC James P Grant School of
Public Health, BRAC University. We focus on
research, policy, advocacy and training activities on
gender and reproductive health and sexual rights in
Bangladesh and in the region. The Centre works to
promote a broad-based understanding of these
critical but sensitive issues, focusing on vulnerable
groups and young people. At the School, we look at
public health issues from a holistic perspective and
explore the personal, emotional, physical, mental,
spiritual and social dimensions of one’s experiences
of self and identity. This initiative is unique as it
explores the personal and sexual lives of physically
disabled people in Bangladesh, through an innovative
method of using photo-narratives. The book aims to
remove the culture of silence and makes the ‘invisible’
visible by sharing narratives which explore the
complexities of life for physically disabled individuals.
| am very pleased by Saad Khan and Farhana Alam’s
hard work in bringing out this book. | would like to
thank Share-Net International for their continued
support for the Centre. | hope that this initial work will
open up spaces for disabled individuals to talk about
sexuality in ways that are non-stigmatizing and
validating, leading to an awareness and shift in public
health policies and interventions.

Sabina Faiz Rashid

Dean & Professor

BRAC James P Grant School of Public Health,
BRAC University
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Photo by Runa




Preface:
Blurry and Out-of-Focus

Runa’s hands shake. Due to her cerebral palsy, she
held the camera askew, and didn’t have control over
her fingers, for which she involuntarily kept pressing
the shutter button of the digital camera. Bright
flashes filled up the room. Most of her pictures
turned out to be blurry, and out-of-focus.

Any other person will dismiss the pictures by Runa as
bad pictures. Parameters of a good photograph have
been breached. Where's the subject? What's this
photograph about? However, Runa’s pictures are
Runa’s embodied reality, which means that she
cannot stop shaking even if she wants to.

Looking at her pictures later, we, the researchers,
realized how photography, in a sense, is also a form
of art that prefers or requires able-bodied people to
participate in. The photographer has to be fully in
control of the camera. The aperture, shutter speed,
ISO—the photographer makes the call. They take a
certain position—to be in control of their own body.
They duck, hide, lie down or crawl—if the picture or
the moment demands.

Considering that, should we see Runa’s disability as a
limitation, or just another way of being? Shall we shift
our able-bodied lens to understand Runa’s narrative?
We of course don’t want to romanticize the pictures
or Runa’s reality; neither essentialize any notions with

her photography skills. But this project is about
questioning norms and set standards, about
rethinking how we read narratives. It is also about
how we look at disabled people, and their bodies and
desires that are regarded as abnormal; that don't
meet societal standards of being a ‘complete human
being.” It is believed that there is something wrong
with disabled individuals and their lives. Similar to the
task of revisiting Runa’s photographs, we need to
revisit narratives of disabilities, and ask in the
process, how do we understand concepts of body,
pleasure and sexuality in new ways.

Runa’s blurry and out-of-focus pictures perhaps set a
precedent for a new kind of language to express
oneself. We didn’t let our preconceived notions of
what a good photograph must look like influence our
judgements as we looked at Runa’s photographs.
Instead, we wanted the pictures to guide us. We
wanted to see what the pictures had to tell us about
those who took them. More importantly, what Runa
thought of her pictures, and what she had to say.

We must take these blurry and out-of-focus pictures
as our entrance point to ask some pressing questions
such as: What do we mean by normal? What is a
normal body? Whose desires are counted as
normal ? Who gets to decide what is normal?
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DISABILITY
Disabled bodies transgress societal horms and standards of bodily ideals. An individual with post-paolio
syndrome bends over while walking, or limps. A person with spinal cord injury goes around in a wheel-chair,
with a catheter hidden in his or her bag. A person with cerebral palsy might shake constantly, has bent arms
and legs, or takes time to talk and express oneself. According to medicine, or the bio-medical model these are
labelled as deformities and problems with the individuals that need medical attention and fixing. Understanding
disability in this way pathologizes the individual with disability, and highlights only the disability as the defining
factor of that person’s life. However, we have moved away from such a bio-medicalized understanding of
disability:




Disability is also understood in social terms. This is
done by questioning social norms and infrastructures
that are not inclusive or accepting of disabled individ-
uals. Think of the roads, restaurants or the malls in
Bangladesh. How many of them have a ramp? First
few seats are assigned for the disabled in buses,
however how will one climb the bus in the first place
and get to the seats? How is a disabled person
judged and labeled by their surrounding? A social
model of disability takes into account how the
surrounding disables an individual, by not providing
the proper assistance that a disabled person
requires. It can be things like bars around the toilet
seat, or have barrier free floor in public places. The
streets, shops, and schools are hence rendered as
able-bodied spaces, which are not welcoming of
disabled bodies. This removal of disabled bodies
from the public space also adds to the cultural stigma
and shame about disability.

However, no matter how many ramps are made,
assistive devices are bought or societal attitude is
changed, an acknowledgement that disabled bodies
do experience pain, fatigue and different kinds of
discomfort has to be taken into account. Gender and
knowledge production scholar Margrit Shildrik uses
the critical disability model to write about, how one
experiences body and mind. Bodily and psychologi-
cal realities, in mediation with social obstacles, stop
disabled people from accessing and reaching points
in life that able-bodied people may reach sooner or
more conveniently.

We have to go beyond the social and medical
models, and have to understand that disabled people
are individuals with diverse stories. This idea that
disabled people are somehow ‘incomplete,” needs to
be readily challenged. We also have to develop a
critical lens to understand and work around disability,

and question notions around ability that are equated
with being ‘normal.” The privilege of being ‘normal’ or
able-bodied, and the binary between the disabled
(other) and non-disabled (normal) has to be marked
out, reflected upon and challenged to bring transfor-
mation in thought and action, and for equality and
equity in society.

SEXUALITY

Sex and sexuality is a big taboo in many countries
across the world, including Bangladesh. The topic of
sexuality is rife with confusions, paradoxes and denial
in general. More so, for disabled people.

Sexuality is a multifaceted aspect of a person’s life.
‘The perception that sexuality is only comprised of
sexual intercourse is a common misconception [...]
Sexuality also encompasses biological, psychologi-
cal, emotional, social, cultural and spiritual qualities’
(Robinson et al. 2011). Sexuality expands to notions
around connecting emotionally, and physical touch-
es, intimacies and fantasizing, other than intercourse.

Disability rights activist Anne Finger in her book
Forbidden Fruit (1992) wrote, ‘Sexuality is often the
source of our deepest oppression; it is also often the
source of our deepest pain. It's easier for us to talk
about—and formulate strategies for changing—dis-
crimination in employment, education, and housing
than to talk about our exclusion from sexuality and
reproduction’ (Finger: 1992).

The quote is still applicable today, in many contexts,
including Bangladesh. The field of Sexual and Repro-
ductive Health and Rights (SRHR) is yet to take into
account the lived realities of how disabled people
experience, or want to experience sex and sexuality.
Disabled people are thought to be asexual, and




lacking in sexual desire, and are infantilized and
over-protected by family members (Ghai: 2002) from
exploring one’s sexuality. Intellectually disabled
people are also often believed to be hypersexual, who
cannot control their sexual urges (CREA: 2008), and
thus, pose dangers to society and others. In both
these cases, voices of the disabled individuals are
either misrepresented or ignored.

As Malini Chib, another disability rights activist, aptly
points out in her article, ‘The point is not whether we
get sex or not. The point is that we are prevented
from even thinking or talking about it. It’s like we
suddenly become untouchables and despicable
creatures just because we think, talk and demand
sexual intimacy,” (Chib: 2014).

Knowing about SRHR and experiencing sexual
agency is of paramount importance when it comes to
ensuring rights of disabled people so that they can
make informed choices and better decisions about
their bodies and sexuality. ‘Disabled people have the
same range of experiences of their sexuality as any
person [...] They need to and have a right to receive
information about sexuality. This enables them to
make decisions about their sexual lives, to achieve
pleasurable experiences and to avoid unwanted and
painful experiences’ (CREA 2008).

Thinking about sexuality and disability together
extends to rethinking notions around sexuality. Sexu-
ality and disabilities studies scholar Robert McRuer
talks about the fact that instead of expecting disabled
bodies to ‘fit in,” we have to radically reimagine
society. He writes that disabled people are rediscov-
ering alternative ways of using the body, and by doing
so, they are living with pride and self-esteem. ‘Our
duty as society is to listen to their experiences of pain
and pleasure,” (McRuer and Wilkerson 2003 cited in

CREA: 2008). Instead of pitying disabled people, we
should also see how their lived realities have the
potential to transform normative perceptions around
gender, sex, sexuality and body for the able-bodied
as well.

This project hopefully will open up spaces to ask new
and exciting questions, break the silence and shame,
and create spaces for physically disabled people to
talk about their sexual needs and desires in their own
words and on their own terms. The narratives in the
project are glimpses of the lives and souls of the
individuals we interviewed. These narratives will moti-
vate us all to critically reflect on how we think about
disability and revise our prejudices in the process.
The book will also be utilized for sustained advocacy
and visibility on disability and sexuality. This project
will hence address disability in the context of gender,
sexuality and SRHR to work for the rights that
disabled people are denied.
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The Process

This photography book is the product of the scoping
study titled ‘Exploring sexuality of physically disabled
people through photo-narratives in Bangladesh,” that
aimed to know how physically disabled people
perceive sex, sexuality and desire. Photo-narrative is
the key element of the project. Through visuals, we
get glimpses of lived realities of the project. The
photographs are also creative tools to initiate
discussions in both academic and non-academic
spaces.

Our project started with a three day workshop with
physically disabled people at our project parter
Niketan’s office, in a village called Baniajuri in
Manikganj district. Ten men, and eight women,
between the ages of seventeen and thirty-five
participated in the workshop. They had different kinds
of disabilities: cerebral palsy, muscle weakness,
clubfoot, post-polio syndrome and amputation. The
workshop was designed to initiate a dialogue around
how the participants viewed and understood gender,
body, love, sexuality and relationships.

A preliminary research was conducted, at the
beginning of the project, to map out what kind of
work has been done and is underway on SRHR of
disabled people in Bangladesh. Interviews were done
with practitioners from Center for Disability in
Development (CDD), Society for the Welfare of the
Intellectually Disabled (SWID), and Bangladesh and
Women with Disabilities Development Foundation
(WDDF). The preliminary research helped us design
the outline of the workshop in an informed manner,
and include content that were engaging, contextualy
relevant and easily understood by the participants.

The sessions were participatory, where discussions
on how one experiences gender roles, perceives
one’s body, love, romance and relationship, took
place. Sessions on photography by professional
photographer took place. The participants were also
taught how to use a digital camera, look at pictures,
and express oneself through photographs.

We also wanted to look at disability across the
intersection of class, to see how disabled experience
varies based on one’s socio-economic positioning.
That's why we also reached out to disabled
individuals in urban Dhaka That way, participants of
this project are from both rural and urban, lower,
middle and upper socio-economic backgrounds.

We have used qualitative research method (in depth
interview) to collect the narratives from the
participants.

The interviews were designed to capture multiple
aspects and phases of the participants® identity and
life. From the answers, researchers learned about
participants’ childhood memories, how they grew up,
relationship with friends and family, traumatic and
empowering incidents around experiencing their
disability, and their views, understandings and
experiences around romance, love, sex, body,
emotions, and sexuality. Given the sensitive nature of
the interview, we visited the participants two to three
times to conduct the interviews which allowed them
to open up and talk about intimacy, love, and sex. By
knowing about these multiplicities of a person, we
were interested to draw out and understand a
person’s life in a much more detailed manner.

We employed the methodology of photo-voice as a

-




technigue where participants design and take

tell their own stories and opinions. According to the Phoz‘oVO/ce

Facilitator's Guide (2016) by Rutgers, Netherlands, photo-voice

technique helps empower individuals from marginalized communities,

when they express their views in such a creative manner. Participants

were given cameras to document their daily lives, and were asked to

visually portray understandings around sexuality. We asked them some

specific questions and did mind-mapping to design potential pictures:

e |s there any place, person or thing you think of when you think of
love and romance?

e \What comes to your mind when you think of sex, love and romance?

e How would you show it?

One of the challenges was that the photo-voice technique was not
immediately an easy medium for the participants to express their views.
Capturing understandings of sexuality through visuals was not an
obvious exercise. Participants initially did not know what to take

pictures of. That's when we realized we needed to have a series of
discussion and mind-mapping sessions with the participants to
discuss about potential pictures they want to take to depict their
thoughts around sexuality.

Permission and informed consent was taken from
participants for participating in the project, taking
pictures, and using and publishing their pictures in
this book. After consulting with some of the
participants, their names have been changed,

and their identities are kept anonymous due to

the sensitive nature of their narratives. The
photo-narratives that you hold in hand, are

powerful self-representations of disabled

people. It’'s time that we engage with

all the varled represent
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Who will love me, as you need money to fall in love?
If you don’t have income, you can never have love
and relationship.
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Thirty year old M | ﬂtu has diplegic cerebral palsy.
He has a bent leg, for which he has to use a stick.
When he was very young, Mintu had a bail in his leg.
The village doctor operated on it, after which Mintu
couldn’t walk anymore. At the age of ten he crawled
on all fours. Therapists at Niketan gave him physical
therapy, which made it possible for him to stand up
straight and walk with a limp.

Mintu has seen economic hardship since a child. His
family couldn’t continue his studies. Mintu studied till
the fifth grade. He spends his day either in his
bedroom lying down, or at the nearby market, where
he goes and watches television at a store with the
other men in the village. He is desperately looking for
a job, whether it be a night guard, or an office
assistant. For not having an income of his own, he
has to depend on his family members for financial
support. He thinks his family doesn’t respect him or
his opinions because he doesn’t have an income.
According to Mintu, a disabled person with an
income is much more respected by his family
members, compared to a disabled person who is
dependent.

Mintu had received a missed call on his phone one
day. He called the number back, and started talking

to the woman on the other side. There was an instant
romantic interest on both sides. They spoke for three
months on the phone. Mintu told her that he is
disabled. The woman, who is a third-year student in
a public college and looks after her father’'s shop,
didn’t care about his disability and still wanted to
meet him. After much planning Mintu conjured up the
courage and went to Dhaka to meet her. He
borrowed some money from his mother, made the
four-hour long commute in a bus from Manikganj to
Dhaka and finally met her on the Bengali New Year.
Her sister was with her, so Mintu couldn’t be
‘romantic’ with her. He had to stay at her place over
night because of a storm. The girl's parents didn’t
mind having him over or his disability. They however
thought he should get a job if he wanted to marry
their daughter.

Mintu and the girl exchanged their mobile phones, as
a gesture to preserve the memory of the day. Since
Mintu’s phone had a recording feature, she can now
record his voice when they talk to each other and
listen to it when she is upset or misses him. However,
he cannot think of romance or marriage, because he
doesn’t have a job. His question is, but who will take
care of his wife? How will he fulfill her wants if he
doesn’t have any money?
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Mintu’s girlfriend’s pictures that he took when he adventerously went to Dhaka on Pohela Baisakh.

They exchanged their phones as a romantic gesture.
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| feel tingly, when my younger cousins who are eight
or nine year old, come close to me or sleep next to
me on the same bed. | visualize them as grown up
men. | feel strange and | don’t know what to do.
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Twenty-one year old IQ"“ (U n
syndrome. /
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For a long time, Neetu carried a doll with her after she lost her baby.
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[t doesn’t matter how you do it (sex). If you give your
heart to someone, you don’t have to do anything with
your body. So, since | love her with my heart, and not
with my body, I’'m in this for the long run.
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Twenty-four year old Nayeem has spinal cord

injury. Nayeem has been paralyzed waist below and
wheelchair bound since the age of fifteen. He was
standing in the class, giving a presentation. All of a
sudden, he felt a twist in his left ankle. He thought it
was a muscle pull, so went and sat on his chair. He
was completely paralyzed within seconds. It felt like
an earthquake, as Nayeem describes. The heat rose
from the left ankle and spread to his right side.

Nayeem goes to a private university now. After
months of therapy and adapting to his physical
limitations, his spirit stays undaunted. He writes
poetry, plays cricket on a wheelchair and moves
around his campus ‘like a king,” as he describes. With
a positive outlook to life, Nayeem talks about his
girlfriend, whom he has been dating for more than a
year now. They both go to the same university.
Nayeem added her on Facebook without knowing
her from before. He thought she was cute. They met
on the campus, when Nayeem was selling coupons

for a department picnic. They became good friends
and eventually started dating. Nayeem loves her ‘with
his heart,” and he thinks that is enough. He has
shared about his physical limitations with her. He has
to wear a catheter all the time, cannot have an
erection, and he won’t be able to move freely in bed
and will need support during sex. He told her he
might never make her sexually happy. However, his
girlfriend, resonating Nayeem’s sentiments, thinks
love transcends physical connections. It’s also about
the emotional bonding and support. He opines that
whatever one does to get sexual pleasure is sex, and
it is not only sexual intercourse.

Nayeem is well-aware of how people get surprised at
his girlfriend for being in a relationship with a disabled
man. He doesn’t think that it's only him, a disabled
man, who has been lucky to have found her, an
able-bodied woman. He thinks that both of them
have been fortunate to have found each other and be
in each other’s lives.
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In the last five years, disability has changed so many
things in my life. The way | do my chores has
changed, my relationships have changed — my
boyfriend left me after the accident...the only thing
that remained the same are my desires, my dreams,
for desires come from within, and not from your body
parts. My identity is just not my paralyzed lower body
part. | am more than that.
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Hosna doesn’t want to be defined by her disability




Twenty-three year old HOSﬂa has spinal cord
injury. She fell down from the stairs on the day she
came back to Dhaka from her village after Eid
holidays in 2011. She was admitted in Centre for the
Rehabilitation of the Paralysed for almost a month.
The lower half of her body was completely paralyzed.
Doctors informed her that she will have to use wheel
chair for the rest of her life. She couldn’t feel when
she had to urinate or pass stool. She wouldn’t know
if she had menstruated or not. It was difficult for her to
adapt to the whole process mentally. She says that
people around her changed rapidly. Her boyfriend
who she was dating for three years, decided to break
up with her. She was heartbroken and felt lonely.

Disability has completely changed Hosna’s life, as she
says, but it didn’t change her dreams about life and
desires. Hosna is a very romantic person, and is in
search for a partner who will understand romance
through her lens. Even though Hosna doesn’t have
any feelings waist below, she doesn’t want to limit her
possibilities when it comes to sex and sexuality. She
wants to explore alternate ways of having pleasure.
Her upper body is extra sensitive, as Hosna

describes, and thinks that her other senses in her
upper body are much more enhanced now, which
Hosna thinks will act as an advantage for her in terms
of experiencing pleasure.

For a life partner, Hosna will prefer an able-bodied
man. She doesn’t want to be with a disabled man as
she thinks that that will make things more difficult for
her. She wants to be with someone who can support
her, and whom she can depend on. She thinks that a
disabled man might be dependent on her, and she
doesn’t want that. She thinks that a wheel chair
bound man can get an able-bodied woman quite
easily in Bangladesh. However, given the patriarchal
nature of Bangladeshi society, it is an ambitious
expectation for a disabled women to want to be with
an able-bodied man.

Hosna doubts if she will ever find a partner who will
be willing to shape their relationship according to her
needs. She however notes optimistically that there’s
no harm in wishing and that one should always have
a plan B for every situation. If she doesn’t find anyone
to be with, according to her plan B, she will be on her
own and she is perfectly okay with that.
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Thirty-three year old Redwan nes congenital

band syndrome. He was born with club foot—a
deformed leg. Chronic pain was his constant
company while growing up. He couldn’t walk
properly, neither did he run or play like other children.
He felt that he looked different at the age of six. But,
his mother asked him not to worry about how he
looked when he was a child. At the age of sixteen,
Redwan decided to amputate his crooked leg and
get a prosthetic leg. Redwan believes amputating his
leg was the best decision. He feels better and more
confident after the amputation, as he doesn’t have
any more pain, can walk straight, and do different
kinds of exercises, which he couldn’t do before.

As a teenager, Redwan studied both in Bangladesh
and abroad. He reminisces the time when he lived
abroad. He lived in a dormitory with boys his age,
from different nationalities. He went to a school for
disabled children and youth. Redwan thinks living
abroad has made him independent and brave.
Currently, he is employed and works in human
resource section of a company. He enjoys his working
environment, but feels infuriated when his coworkers
ask him about when he wants to get married. His

Photo by Shehzad Noorani

father, with whom Redwan is very close to, asked him
not to pay any heed to such enquiries. Redwan sees
his father as an idol. During his adolescence and
growing up, it was Redwan’s father who gave him the
‘sex talk.” He even got Redwan adult magazines and
movies. They talk about relationships and what it
might be like having a girlfriend and being married.

Redwan is currently single. However, he dated a girl
for few months—a girl whom his parents had
introduced with the prospects of an arranged
marriage. However, it didn’t work out between them.
According to Redwan, the girl was ‘controlling’ and
overbearing. She constantly compared Redwan to
other men, men who were able-bodied. She made
him watch porn movies, to set an example of how he
should have sex after their marriage. She was
insecure whether he can perform sexually due to his
disability. Redwan however grew uncomfortable and
wary of this relationship. He broke it off. He felt
relieved after the break-up. She was the first girl
Redwan has ever been with romantically. He thinks
he is more confident after being with her. Before, he
used to stammer and become nervous while talking
to a girl, which doesn’t happen anymore. Redwan
takes this as a positive lesson in life.
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| don’t want to get married. But | think it’s important to
have some kind of romance in life. | talk to my boy
friend through phone every night and after | hang up,
| fantasize about him. | imagine my pillow to be him
and Kiss it.
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Thirty-year old ShUkIa has post polio

syndrome. She works with disabled children.
Shukla is open to romance, but doesn’t want to get
married. She says that she doesn’t trust men. She
prefers having casual romance and doesn’t want to
commit, as she is not sure about how a man would
treat her after he marries her. Shukla thinks that a
man can never fully embrace a disabled women to be
his partner. They would feel ashamed to be seen in
public with a wife who cannot walk properly,
according to Shukla.

She also mentioned that she lost interest from
marriage, when she saw how able-bodied women
are treated in marriage. She thinks it is impractical
that a disabled woman will ever be in a relationship
that is solely based on love and feelings, and not how
she looks, or is capable of doing. Women are seen as
machines to produce babies. Men leave their wife for
other women, and Shukla doesn’t want such drama
or complication in her life.

She wants respect in every relationship and doesn’t
want to be pitied. She knows a man whom she
connected over social media. They have been having
romantic conversations over phone for last two years,
but have never met each other. Shukla likes to hold
the pillow when she talks to this man over the phone.
She does not support the idea of having sexual
relationship before marriage even though she feels
that the main objective of being in a relationship is to
have pleasure, and that does not always have to be
sexual intercourse. Talking to someone, having
romantic conversation and fantasizing can also be
pleasurable, says Shukla. She fantasizes a lot about
her boyfriend. The fact that they have never seen
each other, makes her fantasies more exciting to her.
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Normal people are more in number. That’s why they
are better to look at, because you see them all the
time. And you see me rarely. And people like me also
go out very less. But normal people are always
there—so when you see something more in number,
that becomes normal, and that’s what you find nice to
look at.
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§ Photo by Binoy
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Binoy thought of his wife’s back when asked what he found desirable.

]




Bl noy is a thirty-five year old teacher, who works
with  mentally and physically disabled children in
Manikganj. He has post-polio syndrome, for which his
legs are paralyzed and has to use crutches to walk.
Binoy recounts his childhood, which according to
him, was filled with love and joy. He is still very close
to two of his best friends from his childhood. Two girls
from the neighborhood, whom Binoy regards as his
own sisters, took him to school when he was younger
and couldn’t use a stick to walk. When his younger
brother grew up, he took Binoy to school on a
bicycle, and even now, he is always around to help
Binoy out in daily life.

As an adolescent, Binoy felt that he was different than
others. He couldn’t run like other boys, and he stayed
inside the classroom. His parents regularly took him
to the doctor, which also made Binoy feel that he
wasn’t like others around him. While growing up, he
didn’t mix with other boys and girls his age. A boy in
the eighth grade called him ‘langra’ once. He used to
be alert in case someone else also called him names
such as ‘langra’ or ‘bango’. But, when Binoy was in
the tenth grade, he became a ‘letter-writer.” He made
friends by writing letters. He drafted out love letters
for lovers in the class. Binoy too, wrote a letter for a

girl he liked. He asked the office assistant in his
school to deliver the letter to the girl. However, Binoy
never had relationship with the girl, as soon after, she
left for India.

Binoy has been married for almost nine years. He has
a daughter now. He always wanted to marry
someone who is educated. Binoy’s wife works in an
NGO, for which he looks forward to Fridays the most,
during the week, as he gets to spend an entire day
with his wife properly. After helping her out with
cooking, and then eating and watching TV together,
Binoy and his wife go to the nearby field in evenings,
and spend some relaxing time there. Binoy says he
immensely enjoys his ‘simple life.’

However, Binoy doesn’t like to go out all the time. He
often feels conscious of his body in the public. When
he sees other men in motorbikes, with their wives or
girtfriends  riding with them, Binoy feels sad, and
wishes of taking his wife around on a bike, like other
men. He also often feels insecure when his wife is out
late, and he cannot go out or be there to bring her
home, for example in winters, when the days are
shorter and her offices end later in the evenings.
Binoy loves his wife a lot, and feels very loved and
supported by his wife too.
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Forty-year old AyeSha has post-polio

syndrome. She works at a disability organization that
works with disabled girls, and for their rights and
care. Ayesha thinks that her disability has made her
stronger and more independent. She jokingly states
that if she weren’t disabled, she would have got
married and had children by now.

She recounts her experience with her first boyfriend.
Idealistic and young, both of them wanted to work for
society and bring positive change. They became
good friends, and eventually got in a relationship. Her
disability wasn’t a factor, either to her or her
boyfriend, she says. But it became a factor, when
marriage came into the scene, and the boyfriend’s
family was not accepting of Ayesha. Ayesha now
realizes that marriage should have never been a
priority at that point in her life anyway, as she was
twenty year old.

Ayesha mentioned that she has never stayed in
lasting relationships and that in all of these cases, she
was the one who broke off the relationships. She
couldn’t trust her boyfriends or men in general and

thought that the men she was with, will end up
belitting her at some point in life, because of her
disability. Ayesha admits that she expects a lot from
men, for which she couldn’t settle with anyone, and
never found anyone who she could trust. She says
that she is happy on her own.

She recounts sexual experience with one of her
boyfriends, which wasn’t pleasurable at all, due to
lack of sensitivity and communication from the
boyfriend’s side. Ayesha has incontinence (loss of
bladder control). She also cannot lie on her back. Due
to these factors, certain sexual positions are not
comfortable or possible for her. Ayesha thinks men in
general need to do their homework before they have
sex. She got to know about foreplay and sex as she
read English novels when she was younger, for which
she has several romantic expectations from men.

Ayesha cannot even think of being in a compromising
relationship, where she will have to let go of her
ideologies. She thinks that a man should not be the
center of one’s life - a message she wants every
woman (disabled or able-bodied) to understand.
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Ayesha takes picture of her own room- a space of her own to
enjoy a sense of privacy.
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Her touch gave me a lot of peace. That’s when | felt
that she is mine. | felt great by touching her. Maybe |
cannot satisfy her needs completely... but | try.

99 IR i oA 1S ey #1fR | O oI /e 8 VR
WA | S SR Ptz AFE SGE §F S Aot | oot
99 5 Bt <@t wibico wifar... o@ Sy wet FH |

66



67

Forty-year old Romel works in an organization
that works for the health and rights of disabled
people. Romel was born without any arm. Ever since
childhood, Romel has been close to his mother, and
depended mostly on her for support. It was his
mother who took care of him as a child—bathing,
feeding, helping with bathroom and maintaining
hygiene. As an adolescent, Romel however started to
feel embarrassed to be taken care by his mother,
especially in matters of personal hygiene. His mother
understood that too, for which she kept a male care
taker for Romel when he was fifteen year old.

As a teenager, Romel remembers that he had, what
he describes as, intense sexual desires. Since he
didn’t have his two arms, he often used his legs to
masturbate. ‘My legs are very flexible, and they can
move quite up. If you ask me to pluck out a white hair
from someone’s head, | can do that too with my legs,’
Romel states.

[t took him a long time to find a partner, as no one
wanted to arrange a marriage for their daughter with
Romel. However, it has been two years now that
Romel has been married. His wife takes care and
supports Romel in doing day-to-day activity. Romel
thinks he couldn’t have continued doing his work if it
weren’t for her. He, however, thinks that sometimes
he cannot sexually satisfy her. For not being able to
support his body properly or position himself
optimally during sex, he thinks he cannot master
enough strength during intercourse. He thinks men
who have arms have an advantage and are better at
sex. His wife supports his body during sex.

Romel thinks women look at disabled men differently.
They only see the disability, and overlook their identity
as a man. As a result, they end up feeling only
sympathy for them. This attitude can be debilitating
for any disabled man.
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| am a human being and | have my physical needs
too. | feel good about having sexual relationship with
my husband. It’s not painful or anything. | don’t feel
much either. | don’t know how an able-bodied person
feels it. But | enjoy it anyway.
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Twenty-six year old SOﬂIa had a car accident in
2008. She was with her elder sister and brother. She
couldn’t feel anything as she lay on the ground.
People rushed to rescue them. It was then, when
they tried to pull her out of the car that Sonia realised
she had broken her back bone. Her spine was
damaged more than 80%. She didn’t quite
understand what would the implication be or how this
was going to shape her life. Doctors reset her
backbone with the help of a plate. They were hopeful
after the surgery. Sonia took further treatment at
Centre for the Rehabilitation of the Paralysed (CRP).
After getting seven months of treatment and therapy,
she could barely sit. She realised that she will never
be the person she used to be. The transition from
being able-bodied to being disabled was traumatic
and difficult for Sonia.

Sonia never wanted to get married as she thought
that that would make her life more complicated. But
her parents convinced her. Sonia however had one
condition. She wanted to marry someone who would
want to marry her after knowing about her disability.
She eventually fell in love and married her

Photo by Sonia

physiotherapist at CRP. Due to the length of the
treatment, Sonia and her physiotherapist became
good friends, and ended up marrying each other.

While talking about married life, Sonia said that it’s a
blessing for her that she is married to her
physiotherapist, as he knows about her disability
more than anybody else, which helps their
relationship a lot. She says that it is a
misconception about people with spinal cord
injury being asexual, and not wanting any
sexual interactions. Sonia mentions that the
partner should be positive and supportive
when it comes to having sex.

While talking about pregnancy she said that
she has mixed feelings about wanting to be

a mother. She is scared of complications and
for the fact that there aren’t enough medical
support available in Bangladesh for pregnant
women with spinal cord injury.




-

Sonia looks out of the window longingly. Most days she cannot go out, not even out in her verandah and

touch her favorite plants, as the vernadah is too narrow for her wheelchair.
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Conclusion

pto by Shehzad Noorani

I

These photo-narratives shed light on some profound insights.

Disability cannot be understood in one single way, and that experiences of disability
vary. It’'s important to remember that there are different kinds of disabilities- visible,
invisible, learning and intellectual, and there are diverse experiences even within these
spectrums. Even though one’s disability is connected to the public and private
spheres of one’s life, disability cannot be seen as the only aspect of a person’s life. A
person cannot be and should not be judged and understood based on their disability
solely.




The intention of this project is to not take these
narratives as representatives of any demography.
However, we regard these specific stories to
understand disability across intersections of class,
gender and sexuality, and to know about the
multiplicities of disabilities.

Disabled men and women experience oppression
and exclusion in different ways. In the patriarchal
socio-cultural realities of Bangladesh, disabled
women may experience oppression for firstly being a
woman, and then being disabled. A disabled woman
from lower socio-economic background experiences
further exclusion based on her class positioning and
non-accessibility to material aids, for example buying
medicine, or crutches.

A physically disabled woman also transgresses
femininity or ‘proper feminine look.” Physical
‘deformity’ - a bent leg, or a bent body, a bent back -
iS seen as unattractiveness, making the woman
ineligible for dating or marriage. There is ample
evidence of sexual abuse that disabled women
experience, however, scant research on how
disabled women experience pleasure and joy when it
comes to sex, or how they would like to access
resources to engage in romantic relationships.

Disabled men experience oppression and exclusion
in terms of societal and individual expectations of
masculinity. Expectations to earn, take care and
protect of one’s family, sexually perform: are all
markers of masculinity. When it comes to sex, men
are expected to have sexual prowess, either through
their bodily strength, or erection. Disabled men often
times negate these aspirations, for which, are seen as
‘less of a man’ by societal standards.

However, sexuality can be experienced and worked
around in different ways. Nayeem’s narrative shows
that his disability didn’t hold him back from engaging
in a romantic relationship. To both him and his
girlfriend, intimacy and emotional bonding is more
important than a physical relationship. Or as Hosna
mentioned, how intercourse might not play an
important role in her life, but stimulation of erogenous
zone in her upper body to gain pleasure will.

Aspects of socio-economic class also shapes one’s
experience of disability and identity. Disabled youth in
urban middle class spaces have more access to
internet and local and global communities, and thus
are more vocal about their identity and right. On the
contrary, economic struggles in rural contexts, with
limited access to networks can make disabled people
vulnerable. However, it’s not a black and white binary,
as shown by Redwan’s narrative. Redwan comes
from an upper-class background, and have always
had support from his family. However, his class
position didn’'t immediately provide him with an
advantage to access and explore romantic ventures
in the most fitting way.

Thinking about sex, and experiencing one’s sexuality
in a positive and empowering manner is not only
humane, but also one’s right. The participants, by
sharing their thoughts and experiences, and by
representing their stories in their own ways, broke the
silence around talking about sexuality of disabled
people.

The photo/narratives aim to depathologize disability
and transform society’s perception about sexuality
and desires of disabled people. The project hopefully
will help us to think differently and critically, and initiate
much needed dialogoes about disability, identity,
gender, sex and sexuality.
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Africa and South America. The School was established in 2004
as part of BRAC University. JPGSPH's institutional partners are

\ BRAC |s:c ?_'ig BRAC gnd icolqlr,b. The School i§ recognized as a Igader in
EERSYYH HEALTH innovative public health education, research, training and
advocacy for policy change. It works on diverse health
challenges like maternal and reproductive health, nutrition,
gender equity, sanitation, non-communicable diseases,

urbanisation, and climate change.

The Centre of Excellence for Gender, Sexual and Reproductive

Health and Rights (CGSRHR) at the School was set up in 2008,

focusing on research, policy, advocacy and training activities in

CGSRH‘ the arena of gender, sexual and reproductive health and rights,
S sexuality and rights in Bangladesh and in the region. CGSRHR’s
academic, advocacy and capacity building pursuits reflect on

the principle that realizing and ensuring sexual and reproductive
health is the core of human rights and dignity.




In partnership with

iketon

Funded by

Shlalr_e—Net

.

Niketan is a disability-organisation focusing on participation of
children and youngsters with complex disabilities in
Bangladesh. Niketan Foundation helps children and youngsters
with disabilities to remove barriers for their participation in
society and to create equal opportunities. Niketan supports
early childhood programmes, special schools, vocational
training centres, community based rehabilitation programmes
and a residential place for children and youngsters with complex
disabilities.

Share-Net Netherlands is the Dutch network on SRHR and HIV
and has been in operation since 2000. Share-Net Netherlands,
within the Knowledge Platform, functions as the Dutch country
node: sharing and disseminating knowledge and information,
and as the national network. In addition, the Platform
encompasses national knowledge networks in three countries:
Bangladesh, Burundi, Jordan. These networks serve as
conduits for situation assessments, defining research priorities,
facilitating research participation by country institutions and
hosting the local knowledge base/platform.

82









SCHOOL.
BRAC&(Blic
JAMES P .GRANT HEALTH

BRAC James P Grant School of Public Health

BRAC University, Bangladesh
68 Shahid Tajuddin Ahmed Sharani, 5th Floor (Level-6), icddr,b Building, Mohakhali, Dhaka-1212, Bangladesh,
Phone: 880-2-9827501-4: x6034, Fax: +880 2 58810383, www.bracjpgsph.org

@
UNIVERSITY
N

Inspiring Excellence




