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LIVING WITH XERODERMA PIGMENTOSUM IN THE MIDNIGHT SUN
MOVIE: SOCIOLOGICAL PERSPECTIVE

Abstrak

Penilitian ini menganalisis tentang penyakit Xeroderma Pigmentosum dalam film
Midnight Sun yang di sutradarai oleh Scott Speer. Peneliti menggunakan Teori
sosiologi untuk menganalisis data. Penelitian ini bertujuan untuk menganalisis
penyakit Xeroderma Pigmentosum yang ada dalam karya tersebut, untuk menjelaskan
ilustrasi penyakit Xeroderma Pigmentosum dalam karya tersebut, untuk
mendiskusikan alasan penulis mengangkat isu Xeroderma Pigmentosum dalam karya
tersebut. Penelitian ini menunakan penilitian kualitatif. Jenis data dari penelitian ini
terdiri dari dua bagian. Sumber data utama yaitu film Midnight Sun dan sumber data
pendukung lainnya yang meliputi penelitian sebelumnya, internet, biografi penulis,
dan data yang berkaitan dengan penelitian. Hasilnya meliputi: pertama adalah
karakteristik dari Xeroderma Pigmentosum. Kedua yaitu tentang ilustrasi penyakit
xeroderma pimentosum yang digambarkan melalui karakter, peristiwa, waktu dan
tempat. Terakhir yaitu alasan penulis mengangkat isu penyakit Xeroderma
Pigmentosum karena ingin menunjukkan dan memberikan informasi tentang V dalam
kehidupan. Banyak orang tidak mengetahui dan merasakan bagaimana hidup dengan
penyakit yang langka dan berujung pada kematian. Dalam hal ini, Xeroderma
Pigmentosum menjadi salah satu penyakit yang membutuhkan perhatian lebih
terutama dari tim medis dan keluarga.

Kata kunci: Xeroderma Pigmentosum, Sosiologi, Midnight Sun
Abstract

This study analyzes the Xeroderma Pigmentosum disease in the Midnight Sun movie
directed by Scott Speer. Researchers used sociological theory to analyze data. This
study aims to analyze the Xeroderma Pigmentosum disease in this work, to explain
the illustration of Xeroderma Pigmentosum in this work, to discuss the reasons why
the author raised the issue of Xeroderma Pigmentosum in this work. This research
uses qualitative research. The type of data from this study consists of two parts. The
main data sources are the Midnight Sun movie and other supporting data sources
which include previous research, the internet, author biographies, and data related to
the research. The results include: first are the characteristics of Xeroderma
Pigmentosum. The second is the illustration of Xeroderma Pigmentosum disease
which is depicted through characters, events, time and place. Finally, the reason the
author raises the issue of Xeroderma Pigmentosum is because he wants to show and
provide information about Xeroderma Pigmentosum in life. Many people do not
know and feel how to live with a rare disease that leads to death. In this case,
Xeroderma Pigmentosum is a disease that requires more attention, especially from the
medical team and family.

Keyword: Xeroderma Pigmentosum, Sociology, Midnight Sun



1. INTRODUCTION

This research focuses on Xeroderma Pigmentosum in Midnigth Sun movie.
Midnight Sunis a 2018 American romantic drama directed by Scott Speer and
written by Eric Kirsten, based on the 2006 Japanese film A Song to the
Sun. Midnight Sun movie tells the story of a teenager who suffers from a rare
disease called Xeroderma Pigmentosum (XP). Namely the extreme sensitivity to
ultraviolet radiation from sunlight which will result in death. Because of that, she
never left the house during the day since she was little. She spends her days
indoors (Cleaver, 1969).

Based on the reader's responses from viewers, Midnight Sun Movie have
positive and negative responses. The positive response from Mohar Singh as the
audience states that the Movie makes him crying and just want to state that this
movie is the best one who has watched till now. Another response from Isaac
Ndungu said that why people can’t create a movie like this. The most emotional
movie | can give is a million stars best movie ever the one who wrote this movie. |
salute you and other responses also describe the emotional atmosphere that occurs
in life. Each character in the Midnight Sun gives a unique impression that makes
the audience immersed in watching this movie. The negative response from
Seleshi Mekonnen and other audiences are the duration is so short and the plot of
this film is predictable.

Researchers use sociological perspective to be discussed in the Midnight Sun
movie. Where the movie tells the disease of Xeroderma Pigmentosum, which she
wants to live like normal people. The researcher wants to find out what the
director of the Midnight Sun wants to say to the reader.

Some interesting points in the Midnight Sun movie that are interesting to
discuss: First, because this movie shows the affection of those around. Second, the
style of this movie makes the audience very interested and enjoys it from the
beginning to the end of the story so that the audience doesn't feel bored. Third,

chemistry created by Thorne and Schwarzenegger as the two main characters is



very captivating. Fourth, the expressions of those who play two people in love can
thrill feelings, Apart from their love affair, the audience's feelings will also be
touched by the relationship between Katie and her father, Jack (Rob Riggle). Fifth,
with all the polemics, the two of them show a warm and sweet deep closeness. The
last, this story also tells about the same events as real-life or life phenomena of
how humans think.

Researcher is interested in analyzing Midnight Sun movie by using a
sociological perspective because living with diseases is not easy and often occurs
in society. So the researcher decided to write this study with the title “Living with
Xeroderma Pigmentosum in Midnight Sun Movie: Sociological Perspective”

There were two researchers who analyzed about Midnight Sun movie 2018.
First, (Ayu Juliana Dewi, Tri Ediwan 2020) have conducted analytical research “to
find out the types of language style in romantic movies and what is the dominant
type of language style that found in romantic movies. Second, (Putri 2020) has
conducted analytical research titled is The Analysis of Conversational Implicature
in “Midnight Sun” Movie. The research aims to determine the types of
conversational implicatures and maxim that Katie and Charlie have been violating
or flouting in the film Midnight Sun.

The similarity of two journals are analyzed the same movie. The different
issue is that study discusses about how to living with the desease called
Xeroderma Pigmentosum from Midnight Sun movie using sociological
perspective.

Researcher used several theories about the sociology of literature from
various figures, namely Durkheim, Alan Swingewood, and Wellek and Warren.
Apart from these literary sociology figures, researcher also read several articles
and books on the sociology of literature as a reference.

According to Durkheim (1958) sociology can be briefly understood as a

discipline that aims to study human behavior, the formation of a social structure



and collective agreement in economics, politics, culture, and so on (Wahyudi
2013).

Alan Swingewood (1972) states that sociology is essentially the scientific,
objective study of man in society, the study of social institutions and of social
processes. it seeks to answer the question of how society is possible, how it works,
why it persists (Arisky 2019). Sociology and literature offer the same overview.
Sociology is an objective study of humans in society, institutions, and social
processes to determine their existence and work patterns. Literary works, like
sociology, also talk about human life, how to adapt, and their desire to change.
However, as an aesthetic product, literary works cannot be interpreted as simply
sociological facts. Literary work goes beyond descriptions of objective scientific
analysis. It is able to penetrate the social surface, even showing individual life
experiences expressed in a group”(Wahyudi, 2013).

The researcher observes the characteristics of Xeroderma Pigmentosum in
Midnight Sun movie. Here the characteristics of Xeroderma Pigmentosum that can

be found in the movie. 1. Causes: 2. Symptoms: and 3. Prevention.

. METHOD

In analyzing the Midnight Sun movie by scott speer (2018) the researcher will use
a qualitative approach. The researcher conducted this study by using some
previous study from another researcher about living with Xeroderma Pigmentosum
and sociology perspective as the formal object. Data sources consist of two types,
namely primary data and secondary data. The primary data is the Midnight Sun by
Scott Speer itself, and the secondary data is all materials related to this research.
The data collection techniques in this study were literature studies namely looking
for interesting topics of the movie, Taking notes of important parts to understand
the story of Midnight Sun movie, Image-capturing/scene capturing of the movie,
and Collected all Audio/ soundtrack of the movie, and distinguish based on the

data will be used.



3. FINDINGS AND DISCUSSION

3.1 The Characteristics of Xeroderma Pigmentosum in Midnight Sun Movie
There are five characteristic of Xeroderma Pigmentosum, namely:

3.1.1 Extreme sensitivity to light

This part shows that since her mother died Katie didn't feel the warmth of the

sun and was diagnosed with Xeroderma Pigmentosum. It is explained that the

sun greatly affects life and her conditions. Katie even has to live in the house
with her father, all activities are done in the house. She can only see people's
activity from inside her room.

“Sleeping during the day and staying up all night, which, from what I've
heard, is the schedule of most teenagers. And playing music every chance | get.

All things considered, I've got a pretty great life. But | still hold on to my

dreams.”

“So, I spend all my time indoors behind special windows, hanging out
with my dad who is the best dad ever. Thank goodness, because growing up,
kids were, uh, what you'd expect.”

It is explained that no matter how small the sun is exposed to her body,
most likely what she is afraid of will happen. But doctors tried to calm Katie,
even if it would have a big impact. Only a second of being exposed to the sun,
but it has a big impact on life. At first, trying to forget about his illness
immediately turns into a frightening one.

The sunlight exposure was minimal. The physical effects you're seeing
right now will heal. But, as you know, Xeroderma Pigmentosum generally lies
dormant until there's a triggering event. We won't know if that's what this was
until we get the results back from your blood work and CT scans. And if this
was a triggering event Unexpected shaking, muscular pain, loss of motor

function, you need to let us know immediately.



3.1.2 Disorders of the brain

The brain disorder depicted in the film Midnight Sun is mentioned at the
beginning of the film that after being exposed to sunlight, the brain will start to
weaken and she can die. This is reflected in the scene when she runs towards
the door of her house but the sunlight still touches her body even for just one
second. Katie looked really scared. Most likely it was the initial reaction of
Xeroderma Pigmentosum.

If the sun hits my skin, | get skin cancer, my brain starts to fail and |

could die. Pretty fun, right?

3.1.3 Freckles/pigment abnormalities

Freckles depicted in the film Midnight Sun are mentioned at the beginning of
the film that after being exposed to sunlight, freckles in the area of her hands

have started to appear. and more precisely called skin cancer.

3.1.4 Eyelid changes

The development of xeroderma pigmentosum in Katie's body caused her to
undergo many changes, especially in the blackening of the eyelids which

resulted in her increasingly pale face.

3.1.5 Body reflexes.

3.2

However, the body reflex here is related to Xeroderma Pigmentosum as
happened to Katie as a patient with Xeroderma Pigmentosum. She also had
signs that suddenly experienced a tremor in her hand when she was playing
guitar. She immediately removed the guitar from her grip and began to worry
because what she had feared had actually come true.

The depiction of Xeroderma Pigmentosum in Midnight Sun Movie
Phenomenon of living with xeroderma pigmentosum in Midnight Sun movie
addressed strongly by the author for creating three depictions. They are

character, setting, events and visualisations.



3.2.1 Some characters who shows the phenomenom of xeroderma pigmentosum are:
1. The patient character is Katie
Based on the film, the patient is Katie Price, who is the main character. Katie
is a 17-year-old woman from America who spends her time only in closed
rooms. Even though the disease keeps Katie locked up forever in a special
house and room, she doesn't grow up to be a gloomy girl. She also grew up
as a good singer and even composed her own song lyrics. She is categorized
as a patient character because she has a rare disease. Mentally, Katie is a
very strong person and never complains. She has struggled in her life to
avoid getting worse. She has lived through the age of 17. Socially, Katie is a
friendly person and wants to live like other people. She also has a good
friendship relationship but actually, she is not good at socializing, lacks
confidence in her voice and love.
2. Compassionate character

Jack Price is an ambitious father in curing his daughter. Jack Price is very
overprotective of his child, it is done because he does not want to lose his
only child. Jack attempted to treat Katie in various ways and never gave
up. Jack Price is also a father who has been in charge of Katie Price since
she was a child without thinking of another life. Morally, Jack Price is a
kind, caring, patient, and smart person. He's a great photographer. He
always captures life's moments in the form of photos.

In this film, there is a story of true friendship between Katie and
Morgan. Morgan knew that her best friend was sick, but she didn't leave
her like the other friends. Morgan always came to Katie's house to invite
Katie to play together. And also the biggest secret of Katie who really
admired Charlie since childhood.

Dr. Paula Fleming is a doctor who treated Katie since she was a
child. She is a doctor who always comes to check on Katie's progress. She

is also the one who is so worried about Katie's condition. Dr. Paula



Fleming is a very kind, sincere, and caring person. This is known from
every meeting with Jack Price who always pays attention to Katie's
condition, even she tells stories while crying.

3. Romantic Character
The first love is Charlie. He was about seventeen years old. Charlie is a
swimming athlete who has lost confidence due to an injury. Physically,
Charlie is a handsome man who has a charming face. Morally, he was a
good and loyal person because he still wanted to help Katie when she came
to know about her illness. He is also a romantic partner. He always took
Katie out at night to a party that Katie had never had before. Even though
Katie is dead she is still on good terms with Jack price.

3.2.2 Some characters who shows the phenomenom of xeroderma pigmentosum are:

1. Jack price’s house
Jack price’s house is one of those homes covered with sunscreen. This house
is only inhabited by Jack Price and Her daughter, Katie Price. This house is
the background of Katie's life. After being diagnosed with Xeroderma
Pigmentosum, Katie rarely left the house. From childhood to adulthood, she
spent time indoors with her father. Jack price makes the house as
comfortable as possible. He even made a special room for Katie. At the time
she had good friends who accompanied her to play and chat at home. In the
end, she met a man whose every scene was set at home. So almost all the
scenes, especially the scenes with her father and friends, take place at home.

2. At the beach
The beach is one of Katie's favorite spots. When she was a child before
being diagnosed with Xeroderma Pigmentosum, the beach was the last place
she felt the warmth of the sun. The beach is also the most beautiful memory

with her lover, even the beach is also the last wish before she died.



3. In America
The setting of this midnight sun film depicts the atmosphere in America. It is
known when Katie asks to leave the house to celebrate a graduation party
and it is an American tradition and this is one of proof that the setting is in
America It described in the dialogue below;
“[moans] Isn't that the American tradition, to extend my curfew?”

4. At night
The time setting in this film is mostly at night. First, when Katie met a new
friend named Morgan. Morgan, who always stopped by Katie's house to play
at night. Second, when Katie insisted on going out of the house as a
graduation gift. Third, when Katie goes to a party with her friends, and the
fourth, when Katie goes with Charlie to record and goes to the beach at
night. So from the beginning of the story from the Midnight sun describes
the conditions at night.

3.2.3 There are three event shows the phenomenom of xeroderma pigmentosum are:

1. The last felt the warmth of the sun
It is known that since childhood, Katie has been diagnosed with Xeroderma
Pigmentosum. But before it was declared that she had Xeroderma
pigmentosum, Katie was still able to leave the house and feel the warmth of
the sun. At that time she sat playing guitar on the beach with his mother and
it was the last memory her with mother and the last place to feel the warmth
of the sun.

2. Out of the house
Katie was the first time out of the house aged 17 after graduating from
homeschooling. At that time Katie went to the station and sang in the crowd.
Katie also met the person she had been seeing through her room. Her first
meeting made Katie happy and lasted until they loved each other but Charlie
didn't know Katie's disease. The second meeting, the three Katie with

Charlie went smoothly even they liked and cherished each other. Fourth



meeting on the beach at midnight. They spend time together until they fall
asleep and wake up when the sun begins to rise. This fourth meeting is the
reason for the development of Katie's disease.
3. Party
A party is one of the moments in life that Katie has never felt and it's been a
very happy moment and perhaps a rare moment in her life. Even at the party,
she feels stiff and confused because she never looks feminine like a woman,
has never been with people, and has never experienced life like that.
3.2.4 There are two event shows the phenomenom of xeroderma pigmentosum are:
1. Scenes
This scene division aims to analyze the pieces of the image that show the
formulation of the problem of this study about how living with Xeroderma
Pigmentosum is depicted through the film media "Midnight Sun". The
following is the division of selected scenes in the film Midnight Sun in
relation to living with Xeroderma Pigmentosum in the characters.
a) Scene: Introduction of the characters (00:00:00 - 00:03:35)
This scene introduces the character and tells about her childhood
personality with her father and friends through a monologue.

“I spend all my time indoors behind special windows, hanging out with
my dad who is the best dad ever. Thank goodness, because growing up,
kids were, uh, what you'd expect. From that point on, it was me, Morgan
and my dad. Until one day, | saw Charlie. And that was it. | was
completely, totally, utterly hooked. Stupid tree.”

b) Scene: Character activities in adolescence before the sun exposure
(00:04:02 - 00:51:29)
This scene tells of Katie's adolescence that Katie could not previously
feel, for example, such as Katie being allowed to go out at night, meeting
the man she wanted, meeting people around, and peers at a party, making

recordings of her hobbies. Even Katie can go to the beach even at night.
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3.3

c) Scene: Character activities after the sun exposure her skin (00:52:41 -

01:19:36)

This scene brightened Katie's life after being exposed to the sun. The

things Katie had been avoiding had come true. Katie felt even higher in

fear. Even Katie felt that her life would not be long and she wanted to feel
the warmth of the sun one last time.
2. Audio
Original soundtrack music by the main character. There are several songs
from the film Midnight Sun that suit the conditions in this film and even
describe Katie's life, namely A walk with me, Reaching and Burn So Bright.
The meaning of this song describes the life, hopes and feelings that Katie
experienced.
The reason of Addressing Xeroderma Pigmentosum in Midnight Sun
Movie
First, the reason Scott Speers mentioned Xeroderma Pigmentosum in the film
Midnight Sun because Scott Speer wants to convey the condition of Xeroderma
Pigmentosum in America. At that time there were about 150 confirmed cases in
the US and they considered themselves to be normal children like the character
Katie. As Scott Speer said in the dialogue before the release of the film
Midnight Sun, that Xeroderma Pigmentosum is a one in million conditions. So
Scott Speer wants to be very honest in presenting this story. So the emotional
tone or color of the film is very important because when you talk to kids who
actually have Xeroderma Pigmentosum, they don't want to be sick.

Second, the reason Scott Speer would like to provide information about
Xeroderma Pigmentosum. There is not much information online so Scott Speer
and the team have to contact people who really know Xeroderma Pigmentosum
to be able to analyze about Xeroderma Pigmentosum. Even Scott Speer came
and saw first-hand the children with Xeroderma Pigmentosum. The symptoms

appear when children on the playground scream and cry from pain after a
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3.4

severe sunburn, that's how they were diagnosed. When Scott Speer started
promoting the film Midnight Sun, one of the websites that is the authority on
Xeroderma Pigmentosum, tweeted us and said that in the last 24 hours, they had
100.00 hits. It allows Scott Speer and the team to help become part of the
awareness at some level. They never set out to make documentaries or films
about the disease, but it's great that they can help out with advocacy at the same
time. (Lady Beverly Cohn)

The last, reason Scott Speer wants to provide an overview of how to
handle xeroderma pigmentosum patients, especially for family, friends, and
couples. Because according to Scott Speer living with Xeroderma Pigmentosum
disease is not easy. Life is different from people in general. Only the closest
people can understand it. Trauma or stress may occur due to one thing, namely
loneliness that occurs during her life. They have many dreams, but living
healthy is her biggest dream.

As depicted in the Midnight Sun movie. Scott Speer provides a moment
where people who suffer from diseases, especially Xeroderma Pigmentosum
disease are given more attention like normal people, there must be a chat
partner for all their complaints, and they also need a loyal partner because they
also have the same feelings of love as normal people. Her life must be filled
with a sense of happiness. So it can be concluded that she does not want to
waste a lifetime even though she is constrained by illness.

Discussion

After analyzing the Midnight Sun movie based on the theory of sociology by
Laurenson and Swingewood, the researchers found several relationships
between the Xeroderma Pigmentosum issue and Scott Speer as the director.
Which Xeroderma Pigmentosum in the film Midnight Sun has similarities with
the phenomenon of a rare disease in the United States, namely Xeroderma
Pigmentosum to date. Based on the sociology of literature, the issue of living

with Xeroderma Pigmentosum in this movie is real life in society. So the
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audience of the film Midnight Sun knows more about issues and community
case descriptions in literary work. The director's background is about strength
in living life to the fullest despite the perceived challenges. Not everyone has
xeroderma pigmentosum, but everyone has challenges. At some point, everyone
will feel it, just like when someone moved to a new school in your last year,
which means losing all your friends and even the relationship of love. To
conclude, Scott Speer wants to describe in this film to the public is about the
journey of life and affection.

The reason why Scott Speer addressed the Xeroderma Pigmentosum in
the movie that Scott Speer want to convey the condition of Xeroderma
Pigmentosum in America. Scott Speer wants to provide information about real
Xeroderma Pigmentosum sufferers, and this issue was raised based on real
experience by Scott Speer before he releases Midnight Sun movie.

Based on the sociological theory of literature, the film Midnight Sun is a
representation of society. It deals with social situations and aspects of reality.
Literature is a direct reflection of various social structures, relationships of
family, class conflict, culture, and others. Literature is also a representation of
society that is described by the author based on experience, knowledge, and
others.

There are two similarities and differences between this study and previous
research. The similarities from previous studies are: Research by Ayu Juliana
Dewi, Tri Ediwan. (2020) they studied the same material, namely analyzing the
film Midnight Sun. The difference is a formal object. The previous study
analyzed “To find out what kind of language style is dominant in the film
Midnght Sun. The data analysis used the language style theory by Joos (1976)
and the context situation theory by Hymes (1974). Research by Putri, M.N.
(2020)) they studied the same material, namely analyzing the film Midnight
Sun. The difference is a formal object. The previous study analyzed The

Analysis of Conversational Implicature in the film "Midnight Sun™. This in this
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study, researchers analyzed the types of conversational implicatures along with
hidden meanings and proverbs that violate or ridicule based on Grice's (1975)
theory. This study focus on living with Xeroderma Pigmentosum. Data analysis

using the theory of sociology from Laurence and Swingewood (1972).

4. CLOSING
After analyzing Midnight Sun Movie. The researcher concluded based on the
research questions and analysis of the previous chapter of Midnight Sun movie that
using a sociological analysis. The research also wants to give some suggestion and
also includes pedagogical implication.

First, extreme sensitivity to light discusses Xeroderma Pigmentosum
sufferers are very sensitive to sunlight and is one of the causes. Disorders of the
brain discussing the brain will start to weaken after exposure to sunlight.
Freckles/pigment abnormalities discusses about after being exposed to the sun, the
freckles on the area of his hands have started to show and more precisely called
skin cancer. ayelid changes discusses changes in the changes in the eyelids after
sun exposure. Body Reflexes discusses the vibrations that suddenly occur to Katie
after being exposed to the light.

Secondly, the depiction of Xeroderma Pigmentosum is depicted in the movie
through character, setting, event, and visualization. The characters consist of Katie
as the patient of Xeroderma Pigmentosum, Jack price as the best father, Morgan as
the best friend, Charlie as the romantic couple and Dr paulo fleming as the doctor.
The setting is categorized into four namely at night, America, at the house, and at
the beach. The event includes of the party. The Visualization of the movie includes
into two namely scenes and audio.

Thirdly, the director’s reason of addressing Xeroderma Pigmentosum in the
Midnight Sun movie is that Scott Speer wants to show it as a portrait of his own

time. These are about challenges, and life expectancy. There were many people in

14



the world who could not live as other people. So Scott Speer reflected In this case

on living with Xeroderma Pigmentosum, Midnight Sun movie.
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