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Student Devised Assessment: Disabled or Able?

Genetics brings up issues among many disciplines with endless ideas to explore. For my
SDA, | did not want to create a simple poster. | wanted to create an experience. This
experience aims to provide the visitors with a journey, to categorise their opinions and then
have those challenged. As they walk through the exhibition, the intention is that they
guestion their current beliefs. The intended audience is adults as it tackles some challenging
ideas, demanding an open mind.

Something that stuck in my mind from taking part in the module was that people would argue
that disability is costly to society. As someone with a disability myself, this is quite hurtful to
hear and can be interpreted as people thinking of you as a cost, not a person. With my
exhibition, | have designed it to remind people that having a genetic difference, does not
make someone any less human and doesn't mean we can see them as only a cost to
society. My goal is to illustrate the issues surrounding this thinking by estimating the costs
involved, then highlighting the people whom it affects.

Entrance to the Exhibition

Upon entry to the exhibition, visitors walk through a short corridor where celebrities who all
have genetic conditions or conditions thought to be linked to genetics. This exhibit features
the achievements of the respective celebrities, paired with a wallpaper featuring strings to
represent DNA. There is also a mirror, in which you can see the title of the exhibition
reflected from behind you. The idea of this is for the visitor to reflect on themselves, as well
as reflecting on these celebrities' achievements as a precursor to an introduction to
screening.

Prenatal Screening Exhibit

This part of the exhibition depicts a child's bedroom, with children's toys beside it. A starry
theme was used to entice the visitor, with the hopes they will consider dreams and
aspirations. In doing so, they can think back to the previous display. This is designed to
guide people to remember that those who have genetic diseases have dreams just like
everyone else and that they can achieve these dreams. An infographic is provided to inform
the visitors of the process of screening, including invasive and non-invasive procedures. It
also gives some examples of conditions that would be identified for screening out.

Cost of Disability Exhibit

This is the main exhibit, and what would have been the chosen topic my SDA. | created a
display analysing the facts and figures available to the public. | chose to use infographics as
these are often a lot more accessible to people, regardless of how well they understand
numbers. Pictures and pie charts allow for people to see a visual representation to put
statistics into perspective.

The first infographic is placed on a red background, mirroring the motif used in Gattaca, to
characterise what is widely accepted as fitting with the narrative society wants you to see. |
chose this colour because all of the statistics and figures used were direct, with no
calculations involved. It felt like this was what society wanted you to see. These are the
statistics people are exposed to and have used to build their opinions of the screening out of
disability. | would have liked to have discussed more of the government's statistical results,
including one that particularly stood out to me about how disabled people are more likely to
experience domestic violence [16]. | also would have liked to have featured general statistics
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on schooling for people with disability. The figure | chose to write down was the highest cost
for the schooling of a child with a disability. However alternative options, such as well-
maintained special schools or mainstream schools can cost significantly less. In a sense,
this makes the figure on schooling misleading [13].

The next infographic leads into the first stages of calculation to estimate the cost of
conditions we can screen out. This is placed on a green wall to complete the Gattaca motif. |
used this to display the negatives of screening. Using the values from various sources (listed
in the bibliography), | was able to estimate at there are roughly 85000 people in the UK
currently suffering from genetic conditions which amount to 3.6% of people with a disability
in the UK. | used many different sources to calculate this number and could not seem to find
an accurate estimate for this value, limiting its accuracy. These different sources could have
collected data from different dates, and none of the sources were perfectly up to date.
However, using this crude estimate | was able to calculate how much of government funding
goes to genetic disability.

The next infographic introduces the gendered nature of screening. | focus on the effect of
amniocentesis, as the procedure is invasive and hence has the most associated risks. The
nature of this procedure means that the chance of miscarriage is higher than the chance of
the foetus having a detectable chromosomal abnormality, which is shocking. This can lead to
a whole range of psychological burden on the woman, and the procedure can also be painful
or result in further complications to the pregnancy. Many of the sources | used mentioned
how more support and counselling needs to be given if we are to continue the screening
programme, a notable mention being Don't Screen Us Out [15]. This would be to give the
parents an understanding of what the condition means for the life of the child, as well as to
properly support them in any decision they make. To help with this idea of understanding
and awareness, | made the 'A Person with a Disability is not a Disability' Exhibit.

| was able to calculate an estimate for the cost of screening to the NHS based on the
number of pregnancies [25] and the estimated cost of NIPT [26] based on private healthcare
rates. Similarly, in the final infographic, | was able to calculate the amount of money each
condition 'costs the taxpayer' if the support provided is equal no matter what disability you
have. This assumption may completely invalidate figures calculated, as people with the
genetic condition may not cost the government the average amount given to people with a
disability. However, there were few sources available to say how much monetary support is
average for each condition. Due to the money being the main feature of the exhibition, | put
the figures in neon so they would stand out.

Quotations Exhibit

This exhibit was designed so that as the visitor walks from the first half of the exhibition to
the other side, it would feel like they were travelling to a new place. | used simple quotes to
illustrate the importance of ethical and social considerations. The previous exhibition spends
a lot of time regarding people as numbers, but the next half of the exhibition is designed to
bring back humanity into this debate. As part of our ethics session, | learnt that people will
always have their ways of assessing whether something is right or wrong. Some people will
be very much pro-choice, while others will value the ethical impacts of their actions more
than their feelings. Regardless of the way you choose, these decisions need to be informed,
and not based on stigmatised beliefs on certain genetic conditions. These quotes are
designed to get the visitor in the mindset of considering the ethical implications and to
understand that a disability is just something different- differences don't make anyone less
human.



The Endless Ability of a Person with Disability Exhibit

| found some non-copyright royalty-free images taken by Cliff Booth [28] and thought this
would be the perfect way to remind others of the humanity of people with a genetic disability.
| found these photos inspiring, and we can see the lady in the photo is enjoying experiences
in life, just as anyone else would.

A Person with a Disability is not a Disability Exhibit

This exhibit is designed to encourage people to be proactive with their research. In doing this
project, | learnt so much about the genetic conditions we would screen out. Historically,
conditions like these, especially those with a clear physical difference, caused people to
assume the worst. Being able to single people out like this made the eugenics movement
particularly endangering to the disabled community. At one point, these physical indicators
were used to pick up children off the street and institutionalise them [6].

This is not unlike what | believe happens today, and | remember this thought being echoed
by Nicola in our session. Another key point brought up in this exhibit is the legal issue of
screening violating the Convention on the Rights of Persons with Disabilities. This asserts
that people with disability should be supported, included and accommodated within society,
however, there is evidence suggesting that parents of diagnosed children are not given
adequate information required to make an informed decision on continuing pregnancy [15].

Conclusion

My exhibition aimed to introduce the issues of screening to adults, through giving them facts
and figures at first, and then to reintroduce the humanity behind these numbers. To improve
the exhibition, 1 would have liked to find some more up to date and reliable statistics. This
may have involved contacting organisations to get their estimates for the figures | used to
improve accuracy. | think that the video format of the essay was well suited to the times we
are in now, however, it would have been more impactful if | were able to make the exhibition
in person.
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