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Ed i tor ?s n ote 
 Dear  fr iends, 

                         As we tr avel  through 
l i fe, we encounter  di fferent 
people, di fferent perspect ives 
and var ious levels of 
perseverance. But m y personal  
cham pagne toast goes to those 
who take extra steps to m ake 
th is wor ld a better  place  . The 
one quote which com es to m y 
m ind whi le I  share th is edi t ion 
is ?I t  is our  decisions and not 
our  condit ions that determ ine 
our  qual i ty of l i fe?.  -John C. 
M axwel l  .

         Isn?t l i fe al l  about tr ust ing 
our  feel ings, grabbing 
oppor tun i t ies and real izing that 
change is inevi table with 
sustained effor t? The edi t ion 
col lates a few hum an 
endeavours in  br inging about 
change in  the society. 

H appy  r eading! 

Regards, 

Bhavna Botta 
botta.bhavna@gm ail .com   

. 

Fr om  the hear t  

 The Tr yst  w i th  Stage- 

                                                   M r s. Jeeja Ghosh  

                                          I  had least expected that I  could act on stage. 
So when Esha, the dir ector  of Katha Kalam , an inclusive theatre 
group, asked m e to act, I  was som ewhat skeptical . Yes, I  had 
per form ed on stage for  school  concer ts. But that had been som e 
30 years back . I  said to m ysel f ? m e and act ing? Som ewhere i t  
r eal ly doesn?t f i t ! Anyways, wi th Esha?s persuasion, I  r eluctant ly 
agreed. 

                   The play conceived by Esha was 
based on the gruesom e gang rape that 
shocked not just India but the ent i r e
 globe in  Decem ber  2012. I  had to play
 the role of Nirbhaya , the glor ious nam e
 given to the gir l  who becam e the vict im  
of lust.  Esha wanted to por tr ay two im ages
 of Nirbhaya ? the f i r st  one, an enthusiast ic
 young wom an with her  aspirat ions in  l i fe, whi le the second one ? 
a battered body, yet wi th an undaunted soul  decrying for  just ice 
t i l l  her  last breath. Esha had chosen m e for  the second character. I  
found i t  chal lenging and that perhaps prom pted m e to accept the 
new dim ension of creat ive ar t . 

                          ?Black  H oles are Not Black?, as Den had nam ed the 
product ion, was m uch m ore than just act ing in  a play for  us. As a 
theatre group, we were standing at zero balance. Thus we were 
also the people who had to look  for  funds so that we could stage 
the f i r st  show. This was not an easy task  and we were l i teral ly 
gal l ivant ing al l  over  the ci ty, knock ing at doors, ask ing for  suppor t 
to put up our  f i r st  show. Thank ful ly we did m anage and we 
launched our  debut show on 8 M arch 2016 coinciding with the 
In ternat ional  W om en?s Day. 1
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                                       Thus th is was our  beginn ing!  Act ing on stage has the potent ial  to be 
in toxicat ing. Once you got over  the in i t ial  apprehensions of facing the audience, you k ind of 
en joy the presence of being on stage and witness the responses of the audience. Every 
per form ance is a chal lenge. Once you have bui l t  up the expectat ions then i t  becom es your  onus 
to l ive up to them . Thus each show was a new learn ing.

                                                    Esha as a dir ector  was tender  yet f i rm . H er  construct ive feedbacks 
helped us to sharpen our  act ing sk i l ls. She helped us to appreciate the im por tance of ident i fying 
with the character  we were to enact. This had the potent ial  to craft  the character s so that they 
seem ed to com e al ive. Establ ish ing an invisible com m unicat ion with the audience was 
sign i f icant in  captur ing their  absolute attent ion and thus engrossing them  com pletely 

                                                    

                                                  

                                     

                                                       Undoubtedly the rappor t wi th the co-actor s was a vi tal  ingredient in  
the cur r y. The chem istr y was cr i t ical . Of course we are al l  hum ans and som ehow cannot avoid 
obl iging in  un in tent ional  er ror s. The ar t  however  l ies in  the technique the per form ers are able 
to m anipulate thus saving si tuat ion fr om  the im pending disaster. Frank ly speak ing we did have 
qui te a few m om ents when one of the actor s com m itted a blunder  and left  the co-actor  to swim  
in  the deep sea helplessly clatter ing for  an anchor. Al l  these added to the f lavor  of l ive 
per form ance. There are no opt ions of takes and re-takes un l ike the si lver  screen.                                              
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                       Rel iving on stage the agony of Nirbhaya has 
m ade m e delve in to the hor r i f ic exper ience of gender  
based violence that m ostly wom en have to face by the 
vir tue of being the ?lesser  gender?.

                                     I  f ind i t  str ange wr i t ing th is ar t icle just 
after  the Suprem e Cour t verdict proclaim ed death 
sentence for  the accused. Isn?t th is an i r ony that som e of 
them  esteem ed in tel lectuals are quest ion ing th is 
judgm ent? Capital  punishm ent is unacceptable in  a 
?civi l ized society?. 

                                  I  earnest ly quest ion them  was i t  civi l  on 
the par t of those savage m en who r ipped apar t an 
innocent gir l? 

. 

3

Jeeja Ghosh believes in the rights 
based approach and dignity of all 
human beings and this is reflected in 
her work as the Head of Advocacy 
and Disability Studies at the Indian 

Institute of Cerebral Palsy, Kolkatta.A documentary 
film named I'm Jeeja (on her life produced by PSBT & 
Doordarshan of India and directed by Swati 
Chakraborti) won the National Film Award 2016 from 
the Govt. of India as the best film for social issues in 
the non-feature film category. 

 

Att i tudinal  change 
At t i tudes are associated bel iefs and 
behavior s towards som ething 
M s.Pavi thra explains why there needs to 
be a change in  th is society towards 
em ploym ent of people with disabi l i ty. 
'Pavi th r a, you  al r eady have a m aster ?s 
degr ee i n  m ass com m un i cat i on , w hat  
i n ter ested  you  to pu r sue hum an  
r i gh ts 

I  am  a str ong bel iever  of ?N o per son 
with disabili ty shall be discr iminated 
on the gr ounds of disabili ty?.  I  am  a 
person with cerebral  palsy and have 
been in  inclusive schools and col leges 
.There are m any bar r ier s in  th is society 
which create l im itat ions to persons with 
disabi l i ty. I t  is every ci t izen?s r ight to 
have equal  oppor tun i ty, so I  r eal ized I  
needed m ore knowledge in  H um an 
Rights to create awareness am ong 
publ ic to m ake our  society inclusive. 

W hat  i s you r  op i n i on  on  the n ew  
Ri gh ts Of  peopl e w i th  d i sabi l i ty  act  
w h i ch  states that  ther e w i l l  be n o 
d i scr i m i n at i on  i n  i n f r ast r uctu r e, 
t r an spor t  faci l i t i es? Prom ises are 
m any, the real i ty is di fferent ?access is 
the biggest drawback  for  a person with 
physical  disabi l i ty l ike m e. I f publ ic 
tr anspor t is accessible, m ore 
oppor tun i t ies would com e our  way. Our  
dependency wi l l  com e down, but I  guess 
i t  is a long drawn batt le. The tr agedy is 
generat ions are going by without m uch 
change. 

https://en.wikipedia.org/wiki/Attitude_(psychology)
https://en.wikipedia.org/wiki/Belief
https://en.wikipedia.org/wiki/Behavior
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What  is your  opinion about  em ploym ent  of  people 
w it h disabil i t y? 

There is a lot of hesitation in the employment sector 
when it comes to people with multiple disabilit ies. 

  Be it engineering or arts, the job sector is not willing to 
give us opportunities to prove our abilit ies against the 
disabilit ies .I am qualified; willing to work hard all I would 
need is a speech to text software to work independently. 
But how many potential employers interview me with this 
reasonable accommodation in mind? There are 
thousands like me raving to prove our abilit ies and 
talents but lack of mindset to create and accept 
accommodations, is still making us sit at home. So what  
are your  fut ure plans? 

As I wait for a job opportunity in the field of content 
writing I want to create awareness as a human rights 
activist regarding many issues. It was a great struggle in 
the disability sector to bring the reservation for various 
levels of disabilit ies.  So many human rights activists, 
disability rights activists fought to bring the reservations 
for the various categories of disability. But where is the 
implementation, so the struggle continues. 

 M s.Pavi thra Swam inathan, is a 
f inal  sem ester  student pursuing 
M asters in  H um an Rights .She 
is passionate about inclusion 
and equal  oppor tun i t ies.

Cr eat i n g Oppor tun i t i es 
Aparna Das,  founder  dir ector  of 
Aurn im a shares her  vision about 
Independent l iving 

M adam  you  have star ted  
Au r n i m a,In d i a?s f i r st  assi sted  l i v i n g 
cen t r es for  teen ager s an d  adu l ts w i th  
au t i sm  an d  n ow  r ecen t l y , you  
exten ded  i ts v i si on  to l aun ch a n ew  
i n i t i at i ve, The In depen den t  L i v i n g 
Pr ogr am . Cou l d  you  tel l  us a l i t t l e 
abou t  i t? 

                  The Independent Living 
Program  is a very exci t ing in i t iat ive 
indeed. W e found that som e of our  
r esidents had lower  suppor t needs, and 
also the abi l i ty to develop good l i fe sk i l ls. 
Continuing to l ive in  a group sett ing was 
restr ict ive to their  developm ent, and not 
fair  on the others who had higher  
suppor t needs. 

         So we decided to ?take the plunge? 
and  m ove the m ore independent 
individuals in to two bedroom  flats, along 
with a staff m em ber. These young m en 
and wom en l ive fair ly independently, go 
out to work , engage in  act ivi t ies of 
personal  developm ent ( l ike fitness/ 
music) look after their own flats, do their 
own shopping and a lot of their cooking ? 
like many other people their age.
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 W ho i s el i gi bl e to joi n  the In depen den t  
L i v i n g Pr ogr am ? 

In  our  cur rent setup, anyone who can m anage 
his or  her  act ivi t ies of dai ly l iving 
independently, and is in terested and able to go 
out in to the com m unity wi th m in im al  suppor t. 

W hat  i s the pr of i l e of  the cu r r en t  r esi den ts? 
H ow  do you  equ i p  these youn gster s w i th  
sk i l l s that  w i l l  hel p  them  get  a job? The 
cur rent r esidents enrol led in  the Independent 
Living Program , al l  in  their  late 20s and ear ly 
30s, have fair ly good expressive and receptive 
language. Everyth ing in  their  envir onm ent 
works towards equipping them  to be 
successful  in  the workplace as wel l . Doing a 
task  fr om  star t  to f in ish, work ing quiet ly, 

staying on task , on ly having conversat ion 
related to the task  ? these are som e of the 
aspects incorporated in to their  dai ly r out ine.  
Apar t fr om  th is, very speci f ic tr ain ing related 
to the job i tsel f, is r equired before som eone 
joins the workplace. So for  exam ple, two of our  
young m en, who work  at a r estaurant, also 
attended a 45 day hospi tal i ty course before 
they appl ied for  their  job. 

H ow  does on e cr eate an  au t i sm -f r i en d l y 
w or k p l ace? 

Awareness is the key. So, whi le we work  hard to 
prepare our  r esidents for  the work  place, 
prepar ing the workplace for  them  is im por tant 
too. M ost im por tant ly, the job m ust be very 
speci f ic, and the sam e each t im e. The 
em ployer  m ust be m ade aware that the 
expectat ions they have of their  em ployee have 
to be str uctured, not casual  and constant ly 
changing. 

W hat  w as the bi ggest  chal l en ge for  you  i n  
set t i n g up the In depen den t  L i v i n g 
Pr ogr am ? 

The m ost chal lenging aspect is f inding the staff 
who wi l l  be appropr iately suppor t ive of our  
r esidents. This m eans, m ost im por tant ly, 
knowing exact ly when to step back , not over  
instruct ing, and always being aware that 
independence is our  forem ost goal . W e are 
for tunate to have som e staff who are 
constant ly aware of the need to th ink  each 
act ion through, but i t  cont inues to be a work  in  
progress. 
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W hat  k i n d  of  sel f -advocacy an d  
i n depen den t  l i v i n g sk i l l s i s i m par ted  at  the 
Pr ogr am ?  

          M ak ing one?s own choices, be they in  the 
colour  of the cur tains, to the week ly m enu and 
learn ing that these choices wi l l  be respected. 
H owever , th is is not isolated to the 
Independent Living Program  only. Al l  our  
service users are taught about the power  of 
independent choices. That does not m ean that 
one gets to do whatever  one wants. But 
decision m ak ing is in form ed, and discussion 
based. 

W hy ar e w e n ot  abl e to bu i l d  m or e 
pr ov i si on s or  i n cl usi on  i n  em pl oym en t , 
school s an d  un i ver si t i es for  peopl e on  the 
au t i sm  spect r um  d i sor der ? 

              W hy are wom en targets of sexual  
abuse? W hy are m inor i t ies discr im inated 
against? I t  is al l  the sam e basical ly. Unless 
people change their  m indset and accept the 
fact that each of us, as m em bers of the hum an 
race has an equal  r ight for  oppor tun i t ies 
anywhere, we wi l l  keep struggl ing with these 
issues. 

Last l y , how  do you  see the cam pai gn  or  
st r uggl e for  the fu tu r e of  au t i sm  advocacy 
i n  In d i a? 

W e are very hopeful . There is a str ong 
m ovem ent for  awareness raising and equal  
oppor tun i t ies and one celebrates t iny victor ies 
that are achieved through groups of people 
work ing together. Good th ings wi l l  happen in  
the future. 6

Aparna Das founded 
Arunim a, one of India?s 
f i r st  assisted l iving centres 
for  adul ts wi th aut ism . 
Located on the footh i l ls of 
H im alayas in  Dehradun, 
Arunim a?s vision is to 
provide a l i fe of dign i ty and 
m axim um  independence 
to people on the Autism  
Spectrum . 

This article was originally published in 
http:/ / www.patientsengage.com/

http://www.patientsengage.com/
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H um an  i n gen u i ty  
M eet  Ar un  Cher i an , foun der  , 
Ri se l egs, w or l d?s f i r st  pr osthet i c 
l egs of  can e. 
 

Ar un  , i t  i s a br i l l i an t  an d  gam e chan gi n g 
con cept , p l ease tel l  us a abou t  you r  
com pan y an d  the i dea 

                  Rise legs is  a star t  up com pany with 
just four  em ployees based in  Bangalore.  W e 
m ake high qual i ty, cost effect ive m obi l i ty aids 
for  the m asses not on ly for  India but also for  
countr ies in  Asia, Afr ica and South Am er ica. 
Right now, we m ake spor ts wheelchair s for  
basket bal l  and Tennis and prosthet ic legs 
m ade out of cane, which is l ike bam boo 

                 I  am  a robot ics engineer  in  
bio-m echanical  locom otion .I  studied how 
anim als and hum ans walk  and run. 
Essential ly legs of any an im al  be i t  elephant or  
gir affe or  spider  or  hum an, m athem atical ly 
we al l  walk  and run the sam e way. The leg is 
l ike a spr ing with acute st i f fness .You have 
spor ts people running with these funny 
look ing legs possibly better  than able bodied 
people .These are spr ings ,which is the reason 
why they run faster. 

                        W hat I  have done is in tr oducing 
cane, wi th a un ique f ibre proper ty, a special  
k ind of cane, which m akes i t  l ike a spr ing. I t  is 
not l ike spr ings we have in  cars ?spiral  or  
hel ical  .This is a di fferent class of spr ing 
cal led com pl iant spr ing. This is very cost 
effect ive prosthet ic leg which al lows people to 

walk , r un and dance too. W e have am putees 
with Rise Legs f i t ted in  who have done 
m arathons, crossed obstacles, cl im bed wal ls, 
and dancing.

Can  you  shar e w i th  us the success an d  
chal l en ges? 

In  term s of success, the proof is in  the 
pudding. W e have Rise Legs users as f i tness 
tr ainers for  able bodied, as body bui lders, as 
m arathon runners, as dancers. 

One of the am putees who had lost both her  
legs was previously f i t ted with other  
prosthet ic legs and used a walker  for  m obi l i ty. 
But now with Rise Legs she no m ore uses a 
walker  but in  fact has becom e a good dancer. 

Tel l  us abou t  the team  for  cybath l on , Zu r i ch

                                     W e went on to com pete at 
The Cybathlon 2016, in  Zur ich, Switzer land. I t  
is an in ternat ional  com peti t ion organised for  
disabled com peti tor s using  bion ic assist ive 
technology, such as  r obot ic  prostheses, 

https://en.wikipedia.org/wiki/Zurich
https://en.wikipedia.org/wiki/Switzerland
https://en.wikipedia.org/wiki/Bionic
https://en.wikipedia.org/wiki/Prostheses


1

Newsletter
M ay

2017

I ssue 13

8

brain-com puter  in ter faces and powered 
exoskeletons. 

                W e had the honour  of being the on ly 
team  from  India and fr om  Asia along with 
Japan. W e com peted with the best in  the 
wor ld .Otto bock  cam e with a hundred 
thousand dol lar  prosthet ic leg W hi le we had 
two boys  par t icipat ing in  three races ,using 
Rise Legs which was just cost ing a few 
hundred dol lar s (the cost was h igher  due to 
the spor ts need) Our  boys stood f i r st  in  2 
r aces and second in  the th ir d r ace. 

Ar un , how  i s the feedback  of  the f i el d  tests 
ou tsi de the spor ts ar en a 

                          Outside spor ts we also have 42 
year  old farm er  who was previously using 
Jaipur  leg. This weighed 7 kg and due to th is 
he could feel  t i r ed with in  3 hours .But wi th 
Rise Legs, which is 2.5 to 3 kgs and also has a 
spr ing l ike effect, he is able to work  for  13 
hours as a wine yard supervisor. 

                                There are m any sm al l  sweet 
success stor ies l ike th is person who was using 
an Am er ican prosthet ic leg which needed 
him  to wear  foot ware al l  the t im e. This 
r estr icted h im  fr om  enter ing tem ple. After  
Rise Legs were f i t ted he went to a tem ple after  
6 long years, and the f i r st  th ing he did after  
com ing out is cal l ing m e and thank ing 

                                 There are m any chal lenges 
too-the perception that since i t  is m ade of 
wood i t  wi l l  break . W e actual ly test i t  wi th 
three t im es the person?s weight and 
encourage the users to tr y and break  i t  .The 
m edical  com m unity also doubts the 

rel iabi l i ty of a product m ade of cane .But wi th 
the steady success; the hospi tals are reaching 
out to us. Yes, sourcing the cane is a 
chal lenges but i t  is som ething which is 
solvable. 

W hat  has been  the exper i en ce at  
Cybath l on ? 

                 As  said ear l ier , our  per form ance was 
appreciated by The In ternat ional  Com m ittee 
for  the Red Cross and is look ing at Rise Legs 
as a por tfol io product. W ith their  r each in  80 
countr ies, we are hope for  a quick  access. 

                  In  fact the founder  of Cybathlon on 
seeing our  per form ance, com m ented ??Rise 
Legs shows i t  is im por tant to develop 
appropr iate technology than just power  
technology? That was m y happy m om ent as a 
robotosist on being able to create an 
affordable cane leg which al lows a person to 
walk , r un, dance, work  and l ive a l i fe as he or  
she wishes to the fu l lest. 

https://en.wikipedia.org/wiki/Brain-computer_interface
https://en.wikipedia.org/wiki/Brain-computer_interface
https://en.wikipedia.org/wiki/Powered_exoskeleton
https://en.wikipedia.org/wiki/Powered_exoskeleton
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W hat  i s the r espon se for  the can e spor ts 
w heel  chai r ? 

                  Ti l l  now we have a very posi t ive 
feedback  on spor ts wheel  chair s too. A regular  
m otor ised spor ts wheel  chair  m ade in  US and 
assem bled in  China weighs around 23 kgs whi le 
the cane one is 9 kgs. The person can hold the 
bal l  in  hand and turn the wheel  chair  by 
wr iggl ing the h ip. I t  is custom  bui l t  and is 
sought by ICRC and other  spor ts associat ions. 

                             

 

W hat  has been  the l ear n i n g so far  

M any  leanings in  our  journey so far  , there has 
been som e chal lenge with the waterproofing of 
the prosthet ic legs, one of our  Rise Legs user  is 
a paddy farm er  when countered th is problem , 
so we worked on i t  .Even though  the end users 
were very happy with the affordable and l ight 
weight cane leg they wanted i t  to look  m ore 
real ist ic. So again we star ted work ing on the 
cosm etic appearance, giving i t  a sk in  texture 
and tone. Prosthet ic m anufactures fr om  US are 
inquir ing on th is. W e are look ing at help fr om  
NIFT to add m ore ar t ist ic value and custom  
m ade ar t  work  on the prosthet ic leg society 

W hat  ar e you r  fu tu r e p l an s? 

                             There is som e fine tun ing to be 
done which is why we are st i l l  doing end to end 
work  and prototyping and work ing on a sm al l  
scale .Our  pr ior i ty is to bui ld a team , overcom e 

the chal lenges and spend on autom ating the 
process ?be i t  m easur ing or  f i t t ing. W e would 
be work ing on Arvind Eye H ospital  m odel  of 
m echanising the process as there are very few 
prosthet ic m akers for  a geographical ly vast 
India W e are par tner ing with M IT, Boston, 
ICRC, m ul t iple par tners in  US and Europe, CM C 
Vel lore, St John?s H ospital , Bangalore to 
autom ate the product ion. 

                                  W e are in  people?s business and 
Rise Legs im proves the qual i ty of l i fe wi th 
prosthet ic legs and spor ts wheelchair s s so the 
need for  m echanizat ion to m aintain  h igh 
qual i ty. 

                                        W e wi l l  cont inue to suppor t 
the users with Rise Leg program  of spor ts and 
dance. W e create awareness; provide wor ld 
class coaches, f i tness tr ainers, nutr i t ion ists to 
our  end users. W e are look ing at affordable, 
accessible, h igh qual i ty device throughout India 
and countr ies in   Asia, Afr ica and South 
Am er ica. 

The chal lenge is to f ind 
talented hum an resource to 
m ake the h igh qual i ty wheel  
chair s .W e hope to solve th is 
in  the next couple of m onths. 

Arun Cher ian qui t  h is 
PhD in  M echanical  
engineer ing at Purdue 
Universi ty, USA and 
founded Rise Legs. 
Previously, he had been 
a researcher  at 
Universi ty of Cal i forn ia, 
Berkeley developing 
wearable exo skeletal  
sui ts to help the 
paralyzed people walk . 
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Exper ts Adv i ce
                                       W e are continuing the 
discussion on  var ious issues that parents of 
children with special needs have to tackle 
on an almost every day basis and possible 
solutions. 

Q. Ar e ther e d i f fer en ces betw een  a m other  
an d  a father ? Does the an xi ety i n  both  
m an i fest  them sel ves d i f fer en t l y? 

                                                 Natural ly, there is 
str ess and anxiety in  both the parents. Gr ief 
and disappointm ent do not get processed as 
parents hardly f ind any t im e for  these issues. 
Parent ing is hard no m atter  who your  k id is ? 
and no m atter  who you are. 

                                                  The m anifestat ion 
m ay, of course, be di fferent. The m other  often 
always has to take the bigger  brunt. She has 
to take m axim um  responsibi l i ty in  tak ing 
care of the chi ld and often feels gui l ty i f  she 
wants to take t im e off for  hersel f. Due to lack  
of r espi te fr om  the 24/7 chal lenge of car ing 
for  these chi ldren, she faces huge chal lenges 
for  hersel f and the fam i ly. 

                                       Another  source of str ess is 
that often one parent is general ly m ore 
effect ive in  m anaging the di ff icul t  
behaviours. The m an, in  m y exper ience, often 
has the l iber ty to take a break  fr om  parental  
r esponsibi l i t ies without feel ing the sam e 
level  of gui l t . But the younger  generat ion is 
di fferent. They are defin i tely m ore hands on. 

                                                         Fam il ies with 
disabled chi ldren exper ience poor  m ental  

heal th such as anxiety, depression or  
breakdown. They are often unwel l  -- and so 
they ask  their  GP for  m edicat ion and often 
even choose to see a counsel lor , which is a 
welcom e step. 

Originally published at 
http:/ / www.patientsengage.com 
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