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ABSTRACT 

 

“Blessed with an Extra Chromosome” is a photo story that documents the lives of 

people with Trisomy 21, or Down Syndrome. Having an extra chromosome affects them 

in some certain aspects, but also provides them some benefits compared to their typically 

developed peers. 

People who have Down Syndrome face many challenges starting at the fetal 

stage, due to early termination, lack of proper support, and discrimination from 

employment due to the fear of their intellectual ability not being on par with a “normal” 

person. This project aims to highlight the lives of people who have Down Syndrome and 

show that they are normal human beings, celebrating lives in their unique ways. 

 

SUMMARY OF PROFESSIONAL ANALYSIS 

 

 Three photographers who have encountered or dedicated their work to cover 

people with Down Syndrome were interviewed with in-depth, semi-structured interviews 

to explore their experience. The photographers were chosen based on the length of their 

work, ranging from a capstone class project (Amy Kontras), an unexpected encounter 

(Taylor Baucom) to a long term, dedicated work with the Waterloo Regional Down 

Syndrome Society (Hilary Camillery). All photographers were asked about the cause and 

motivation that helped them make their decisions, their experience during the projects 

and their outcomes. The photographers were also interviewed about their approaches to 

cover the stories in order to provide a holistic view of how people with disabilities are 

portrayed. 



 

 

KEYWORDS 

Down Syndrome, Trisomy 21, Social Issue, Photojournalism, Documentary, Disability, 

Normalization. 
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CHAPTER ONE: INTRODUCTION 

 

 

 

 
 Since childhood, I have always tried to be a kind and helpful person. Although 

this is not an easy task and gets harder with life, I never give up my goal. When I read the 

newspapers that my family brought home in Vietnam, I paid special attention to the 

charity section, where people who faced hardships in their lives were featured in order to 

receive aid from readers. Growing up with this background, I have developed a 

motivation to help to ease sufferings.  

After an unsuccessful attempt at a computer engineering major, I decided to 

experience photography and fell in love with photojournalism. As my photography vision 

and awareness grew with the teachings I received, I developed a desire to become a 

visual journalist with a strong dedication to humanitarian work. I vowed to use my 

photographs to feature stories of the people who are suffering from disabilities, as well as 

physical and mental health problems. I want to speak for them with my photographs, to 

highlight their lives as human beings like everyone else . 

 My decision to dedicate this project to people with Down Syndrome came from a 

memory when I was bullied by my classmates in ninth grade. I was the brightest student, 

and after we learned about DS, all the other kids called me “the guy with DS,” despite the 

teacher’s efforts to disprove that. I had seen just one Vietnamese person with DS in my 

friend’s family, and it triggered my curiosity to discover how the DS community is 

treated by American society compared to my country, where they are often considered a 

burden and therefore lack the necessary support of their families.  
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 According to the National Down Syndrome Society, Down Syndrome, or trisomy 

21, is a genetic disorder in which the individual has an extra copy of chromosome 21 in 

every cell. The additional genetic material affects the course of development and causes 

characteristics associated with DS such as low muscle tone, small stature, upward slanted 

eyes and a deep crease in the palm. These traits vary by individuals, which means one 

could have all, some or none of them. 

 According to the Center for Disease Control and Prevention, approximately one in 

every 700 babies in the U.S. is born with DS. They also stated that each year about 6,000 

babies are born with DS in the States each year.  

The advancement of medical technology has helped to prolong the lives of people 

with DS. In 1910, children with DS were expected to survive to age nine. Nowadays, 

with the advancement of corrective heart surgeries, as many as 80% of adults with DS 

reach age 60. 

The National Down Syndrome Society advocates that the society should be 

inclusive to people with DS, such as treating them as equals with their typically 

developed peers as possible, providing different levels of attention according to their age, 

helping them socialize and develop relationships and providing them with opportunities 

for employment.  

With all this background knowledge, I ventured out to do a story on a child with 

DS for my Picture Story and Photographic Essay class. The experience opened my eyes 

about the world of people with DS. Due to the limited time allowance of the class, I felt 

that it was still just the beginning and therefore decided to further pursue stories of people 

with Down Syndrome for this project.  
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CHAPTER TWO: FIELD NOTES 

 

 

Field note 1: 

Hi all, 

I am sorry for being out of touch for a while. After coming back from the Northern Short 

Course and received feedbacks from portfolio reviewers, I was left with many thoughts 

and needed to consider my options, which was quite a stressful time for me. The 

feedbacks I received were really helpful as editors pointed out flaws in my portfolio, my 

lack of a "style" and how to improve them. They definitely help me improve my shooting 

and storytelling, however, at the same time, show how unready and early in the career I 

am, which I feel that I am not ready for internships yet. And as an international student, 

my chance is slim as well. We have a maximum one year of employment after graduation 

to gain experience, but that comes with a condition that I need to have a job related to my 

field of study in 90 days. If I fail to get that the work permit will be canceled anyway, and 

I need to come back to my country. Therefore, I am considering extending the project 

throughout the summer to spend more time with my subjects, as they would have more 

family and at home activities compared to school year, and then defend in the fall. In that 

way, I would have a better connection/relationship and understanding of my subjects, 

which in turn would allow for better visual coverage, of course. However I needed to 

discuss with my parents as they are the ones who gonna pay for that. Fortunately they 

were ok with that - they said they could. If I still could not get any employment, I would 
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still rather have a project that I am proud of because I tried my best than something "not 

quite there", or "in between". 

Talking about the project, I spent Christmas time with the Basi and got some more photos 

of Julianna. I think I was able to capture something better with a spontaneous moment of 

Julianna dancing to a Christmas song. After that, the family was not available after New 

Year, and I was fully loaded with POY. However, that does not mean I broke away from 

them, in fact, they were able to get me some leads at their monthly Down Syndrome 

families meeting. The leads all have a 5-year-old baby, and I interviewed one of them. 

Oksana Loginova, an economics professor from Russia, has her son, Teddy Kolesnikov, 

diagnosed with Down Syndrome two months after birth. Currently, they raise Teddy in 

the love of the whole family, with her husband Stas Kolenikov, older brother Timofey 

and sister Zlata. Stas even created an instagram for Teddy to document the growth of his 

son in his own way. The couple are avid runners, bikers and dancers, and coincidentally 

they are also good friends of Shane Epping. I started photographing them this week and 

made a few photos of their family activities. 

In addition, I also stumbled upon an ad on Facebook of a 29-year old girl named Neecey 

Jones, who also has Down Syndrome. Neecey was trying to sell copies of her paintings to 

support herself. I interviewed Beverly Jones, her mother, and I am meeting Neecey right 

after writing this field note. Neecey is currently living independently at Maurizi's Homes, 

a somewhat hidden facility and community in Columbia built by the Maurizi family to 

dedicate their caring for people with special needs. Neecey needs to live there because 

she had a stroke before.  
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Also, the Loginova told me they know a high schooler who has just graduated, so there 

could be potential for another subject.  

In short, here's a breakdown of achievements/goals: 

1   Weekly highlights: found potential 2nd and 3rd subjects, conducted interviews and 

shot some sessions with 2nd. 

2   Work issues: Shooting with the Loginova family was great, sometimes even better 

with the Basi because they keep switching between outdoor and indoor activities, their 

house was amazing, has a lot more space than the Basi. However, I still missed some 

shots because of the constant changing of the lighting condition - I could not flip my 

thumb fast enough or forgot to change ISO and shutter speed. Will definitely improve 

that. 

3   Research progress: none 

4   Goals for the upcoming week: start working on with research interviews and getting 

back to the Basi, as well as exploring Neecey and 4th subjects. 

5  Some highlighted outtakes: 
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Jackie’s response: 

Phu, thank you for the field note. I echo Brian’s comment about style. Be who you are, 

and any common visual themes will develop. Don’t concentrate on that. Your shooting 

improved quickly during capstone, and it will continue to do so. 
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In terms of timing and defense: I think more time is always helpful, particularly since 

these are the first photos you’re sending. The summer tuition “should” be covered by 

your GRA position, but you will need to pay 1 credit in the fall for defense. Don’t trust 

me completely, as I never quite understand the financial part. Kathy would know the 

answer about finances. 

  

I will be able to answer field notes and critique via email during the summer, but I may 

not be able to meet much (or at all, depending on timing). However, this will still work, 

since you’ll defend in the fall. I like it. 

  

Subjects: Congratulations on finding additional subjects. The 29-year-old painter sounds 

like a great addition. Phu, is she also Caucasian? It would be nice to have diversity. 

Adding a high school age or much older subject would help with age diversity. Did you 

ever ask Basi about the high school senior I told you about? 

  

Your shots so far are of children, and you have a young adult to shoot. Can you find 

someone older, maybe someone working? 

  

Research: I’m glad to hear you plan to work on that soon. Please send us a list of the 

people you’re considering now. And you should start contacting them soon to set up 

interviews. Can you do any in person? 

  



9 

 

Photos: I also LOVE the dancing shot. That’s beautiful, Phu. Complete childhood 

abandon with no emphasis on Down S at all. You do seem to be finding moments with 

Teddy, and they look comfortable with you. Keep working on this. 

  

Keep up the good work. You’re doing well! 

 

Brian’s response: 

Hi, Phu. 

I am happy you had a good time with the northern short course and got been a portfolio 

reviews. I would keep in check anyone who says you need to develop a style as that is 

sometimes at the expense of subject matter. And sometimes an elitist thing to say.  

I am happy to hear you’re back with the Basi family and developing new ties with the 

new family. I love the photograph of the girl dancing in front of the television. That 

photograph communicates so much about youth and not caring about issues : freedom to 

be oneself. Keep looking for those moments while diving into interaction. Such as the 

nice photographs of the father on his back holding the kid up into the air.  

Brian 

 

Field note 2: 

 

My apologies that it took a while to update this blog. The change of season messed up my 

sleeping schedule and I mostly slept in the week before spring break. Then spring break 

came and everyone was gone - both my subjects and me (I took a wild camping trip in the 
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Rockies with my Vietnamese peers, lots of unexpected thing happened including having 

a bag of a tent and poles but no tent inside, but it was fun and of course a great getaway).  

So, back to the field note. When I came back, I spent time shooting Teddy's family and 

exploring the other subjects. The Basi was not available last week but I secured another 

visit this Saturday. Please pardon me if this note may read a bit all over the place because 

that is the same as my thoughts.  

• I visited Neecey at her home and talked to her caregiver. It turned out the care taking 

model is quite different - the individual lives in their own place with a caregiver of choice. 

The caregiver sort of moves in and live there to provide assistance when needed. Neecey, 

to my observation, seems to be on the lower side of functionality (that's a new thing I 

learned from Teddy's mom, there are hi-function and low-function types of Down 

Syndrome) so she is not very active but still able to understand what I communicate. The 

conversation led to a turning point. Neecey participates in sort of a day care program from 

Monday to Thursday, other than that she mostly stays at home during the weekend resting. 

The interesting point is that she has a boyfriend who also has Down syndrome, which 

made me think I could explore more and did something like this series featured in TIME 

on World Down syndrome Day: http://time.com/longform/sofie-down-syndrome-portrait-

happiness/ But I know this is quite sensitive and maybe complicated so I would spend 

more time observing before making my decision to photograph her.  

• Shooting Teddy is progressing really well and I got a lot of shots of him interacting with 

his parents at home. The home is also much more spacious compared to the Basi's and that 

really helps with composition. The parents are also open to have me shooting Teddy and 

school but there is a roadblock in the consent process and I need your help. Basically the 
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school needs an official letter of introduction from the professor. Here's an excerpt from 

the email - if possible can I have a letter by next weeks Thursday please?  

 

Dear Phu, 

Lexi, the coordinator of the afterschool program at Russell Blvd school that Teddy 

attends, has been trying to figure out the consent process for taking pictures by third 

parties, and it turns out to be fairly complicated. It may actually be somewhat easier to go 

with the main classroom during the regular school hours. We talked with Kim Uffmann 

(Teddy’s kindergarten teacher) and the school principal, and it looks like the consent 

process is that you, as a J student, need to furnish a letter explaining your project and 

signed off by your adviser or course instructor. This letter will be sent to the parents who 

could indicate whether it is OK to take pictures of their kids. When you come to take 

pictures, the teacher will point out the kids that should be out of your frames. 

Communication with parents happens via “Friday folders”: the teacher prepares the 

materials that go back with the kiddos on Friday, for the parents to go through over the 

weekend – some reading, some math, school or classroom news, book orders, etc. So 

ideally if you could prepare the letter on Thursday, it could be in kids’ backpacks this 

weekend. 

• Talking about diversity, yes, I thought about that as well and took Jackie's advice. It turned 

out the Down syndrome family guild has a meeting bi-monthly and that was why the Basi 

took a while to get me the other contact. Their next meeting is on this Saturday and I 

would attend to see what I could get. Teddy's mom also told me there is a black man with 

DS but he is on the low-function side. She said he is 18-year-old but is still wearing a 
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diaper. Honestly I do not mean to have any agenda settings and focus only on shooting hi-

function people, but I am confused now. This idea is so new to me. How would this one fit 

into the narrative? Would it break the proposed idea? Is there any possible way to weave it 

in? So many questions are lingering in my head now. This is the part I need your words of 

wisdom the most. Please help. 

• Regarding questions, I do have a few but not directly related ones, but I think I would just 

toss them here to ask for your experience.  

• So I applied to the Houston Chronicle internship and I got this email during spring break 

from the DOP: 

Checking on availability: 

Please pardon the group email. Just checking on your summer status? If you are still 

interested in, and still available for, a summer photojournalism internship at the Houston 

Chronicle, please reply with a thumbs up or whatever you think does the trick. Will be in 

touch again shortly. 

Of course I did not reply with a thumbs up, but up till now I haven't heard back from him. 

I felt so weird, it seems like he was testing the water to save time from viewing 

applications that are no longer available. Have you experienced anything like this before?  

Also, here's another interesting requirement from Wired. I did not apply due to a time 

constraint but it is worth checking out:  

For the Photography Fellow position: 

In your cover letter, select two recent photo series from any publication and explain why 

you were drawn to them. Also tell us: If you could have lunch with any two people, who 

would you choose and what would you eat? Please also include a résumé. 
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Any guidance to respond to this kind of trick questions would be appreciated. Lastly, it 

seems to me that successful candidates for jobs/internships either have stories that are 

considered "impactful" or with really good networking skills.  

For this year, it seems the trend is border and immigration. I do agree that it is a hot topic, 

but personally I think every story has an impact. Just because the topic is not what 

everyone is following does not mean it is weak - for example, Jennifer Mosbrucker's 

prison debt story. It does not seem to be as strong as the NPPA BOP, CPOY, POY or 

World Press winners but it did make a change to the legislation, didn't it? 

In the second case of "networking skills", I am really struggling with this thing. I am a bit 

of a person with Asperger's, which means I have narrow interests and a lack of social cue 

(hence the expertise with computers, because I put a big part of my heart into it). When I 

am in a large group, especially with strangers, I tend to freeze up and really kind of just 

stay in a corner. I don't really know much to say to strike a conversation or compliment 

others on work that I do not think I like or strong enough in my opinion. But I saw people 

with not-so-strong work just marketing themselves aggressively and earned something. 

Take an example of this work by Shuran Huang: http://www.shuran.photography/strands-

of-love  

She did not make it in POY but she earned an internship with NPR this summer. At the 

Northern Short Course she was given the nickname "Miss Book" because she carried the 

book all the time and showed it to everyone. Dissecting the work, in my opinion, the 

technical skills was better than mine because of the "feeling of space" and "triangulation" 

- a term coined by her professor Mike Davis (Dan told me he came to POY or CPOY 

before?). Davis also told me my photos looked "flat" because everything was on the same 
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plane. And yes, I paid more attention when I photographed Teddy to improve that. But 

the editing, to me, is way too loose. So much repetition. It kind of made me feel that 

having connections sometimes supersedes the quality of the work and sort of 

disheartened me. Since I chose photojournalism as the path of my life, I always try so 

hard but have yet received any achievements in terms of career. I won awards here and 

there but was never offered a true shooting internship. I feel like there is no learning 

space in the industry anymore - even internships look for "established" candidates or 

some who really knows the art of -sorry- ass kissing. I really need some advice from you, 

as I feel like I am in an unrequited love with photojournalism.  

Let me close this off with some outtakes as usual: 
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Jackie’s response: 

Hi Phu, 

  

Let me start with the letter. Yes, I’m happy to write something for you. They requested 

that you first write something yourself about the project, which I think it a good idea. I 

will write a letter to send with your letter (a second letter with my “sign off,” as they say). 

Can you please send us a letter ASAP? I will start mine now as well. 
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Like Brian, I suggest a more organized outline to the field notes, in addition to more 

regular posts. This is only your second post this semester, and they are supposed to be 

weekly. You have accumulated so much to say that it’s easy to be disorganized. 

Additionally, this is not the place to discuss issues with job and internships applications 

at length, unless this impacts your project. 

  

Weekly field notes keep you on track. They will be shorter, and you will get more 

feedback. The goal of the notes is to update your committee, to be accountable, and to get 

advice and feedback. It’s too easy to lose track of you without regular field notes. 

  

This is the suggested outline I gave you earlier. (not a requirement, but it could help you 

organize your thoughts): 

1    Weekly highlights: what important events occurred? How did you progress? 

2    Work issues: Was there anything that stood out? Anything tough you’d like to 

discuss?  

3    Research progress: 

4 Goals for the upcoming week 

  

Now to your field note… 

  

Diversity: My comment about diversity came because I saw you shooting two kids, both 

of whom were white. I was concentrating more on age than anything, and I just want you 

to keep this in mind. I don’t recommend that you go searching for certain racial 
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categories. You do have an older subject in Neecey, which is great. You wanted 3-5 

subjects, correct? You already have 3, with Basi, Teddy and Neecey. Just don’t get 

another kid. 

  

Low or high function: I know that you’ve done a lot of research on Down Syndrome, so 

I’m surprised this wasn’t something discovered earlier. However, it sounds like you 

already have some diversity with this aspect in the 3 subjects you have. 

  

Lensing: Phu, I’m not commenting on your internship questions here, but I will address 

your comments on how you shoot. I believe you still have some work to do, but you have 

come so far already in terms of composition and understand of lensing, depth, frames, 

etc. When you were in Staff you didn’t really understand how to work a shot to create 

more interesting and meaningful frames. You’ve improved dramatically, but you still 

have work to do. Be patient.   

  

Images: You treat the images as an afterthought at the end of the post, but this is so 

important to discuss. How do you feel you’re coming with your images and stories? what 

do you feel you lack, and what’s next with Teddy and Basi Family? Also, don’t forget to 

tell us what you’ve shot (is this a counseling session, nightly play with parents? Etc) 

-The best part of this take is that you have emotion and interaction. There are genuine 

feelings and connections, showing how the parents feel. 

-yes, getting a new location is important. You have cooking/eating and you have them 

playing one night in the living room. More situations will help. Morning time perhaps? 
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-continue to watch the edges of the frame, such as cropping toes. Think about including 

something in the foreground to information and interest. 

  

Questions I have: 

-have you shot anything yet of Neecey? I wasn’t sure if you’ve decided to definitely 

include her 

-how is the research going? This is critical to begin. Have you set up interviews yet? 

-Do you want 3, 4 or 5 subjects? And what are the differences in these subjects that make 

them important to show? 

  

Phu, please do another field note this week. And, please consider including a small edit of 

both subjects so we know where you stand overall? 

  

Whew! 

Jackie 

 

Brian’s response: 

Hi, Phu. 

That was a long field note that seemed to cover too much ground. I’ll pick out a few things. 

  

First, as part of understanding your project you should know about the diversity and the low 

& high functioning people. That sounds like it would be Downs 101 knowledge. I think you 

should do some more background research on the topic to understand the differences. What is 
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the racial makeup of Downs individuals? I think it is important to be representative while 

considering the narrative. Are you going deep with a few people or creating an essay to show 

breadth? I do not remember your stated goal at the moment but you should remain focused 

on goal. 

  

Second, the internship questions should be separate emails and questions as I don’t think they 

relate to the project. If you get one and that slows your progress, then that can be addressed 

then. On that note, oddball questions about who you would like to meet or have lunch with 

are ways editors learn a bit about how you think and respond. They think they are being a bit 

clever, however it can help break the ice a bit, too. My advice is to relax and have a little fun 

with it. 

  

Third, I read you need a letter for access. Can you begin to write this letter and send it to us, 

addressed to the right person and saying what you are instructed to say? I can’t make sense of 

the request but since you communicated with the school it would help if you started the letter. 

  

Thanks, 

Brian 
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Field note 3: 

1    Weekly highlights: I paid another visit to the Basi and got some nice photos of 

Julianna helping with spring cleaning: 
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2    Work issues: There was a slight ethical concern that I was able to overcome. Julianna 

invited me to her room innocently and I took the photo of her sitting on the bed. It was so 

beautiful and I loved it a lot. However, as her room is a private space and I felt that her 

parents did not expect that - they called her down shortly and I totally understood the 

concern of a girl with an adult in her bedroom, so I asked for permission of using that 

photo. Her mom explained to me that they need to work on educating Julianna about 

boundaries - of whom she can trust and whom she can't to invite to her private space. But 

the parents actually love that photo as much as I do and they asked if they could share it 

on Facebook, which I heartily agreed :-).  

 

Honestly, I was afraid that the photo would not pass the parents' censorship and I was 

debating with myself if I could just go ahead and use it without asking so I wouldn't lose 

such a beautiful photo. However, I couldn't resist the call of being an ethical 

photojournalist and the outcome was beyond my expectation. I would try asking Teddy's 

parents if it's OK to take photos of him taking a bath next time.  
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Another positive thing is I was able to develop a two-side relationship with people who 

has a connection to DS. Many times people say we, as photographers, take from our 

subjects without much giving back. I understand this and in many times it was just 

because we could not find a direct or expressive way to pay back besides a thank you. 

But in my situation, I am so glad that I could share my findings (books, notable people 

with DS or photography work) back to the people who gladly welcome me to their lives. 

3    Research progress: I spent time looking up photographers who had covered people 

with DS and curated a list here: 

Sarah Ann Jump: Sisterly Love: http://www.sarahannjump.com/sisterlylove/ 

Lindsay Morris: Richina's wedding: http://www.lindsaycmorris.com/ricchinas-wedding 

Amy Stroth (now Amy Kontras) - Mizzou grad who also covered a kid named Olive with 

DS for her capstone: 

http://amykontras.com/essay-olive 

Andreas Reeg - Living with Down Syndrome: 

https://www.andreasreeg.com/downsyndrome  

I also ordered his photo book an Amazon and will dig into it as soon as it arrives (not too 

long, I found one seller from Minnesota) 



29 

 

Snezhana Von Budingen - photographer who got her essay featured on TIME for this 

year's World Down Syndrome Day: https://www.vonbuedingen.com/meeting-sofie-

gallery 

Sian Davey: photographer who documents her own daughter with DS: 

http://www.siandavey.com/humannature 

Laura Kilgus: portrait photographer who provide sessions for children with DS at no 

charge: https://www.9tenphoto.com/Pages/Down-Syndrome-Awareness 

As you can see, the list is much more focused on photographers who has covered stories 

of people with DS than the initial proposal. I think it is better to be more specific this 

time as the photo shoots are really concentrated on DS rather than just people with 

disabilities, which I realized is a much broader field to explore. The list was compiled in 

a specific order - from short term to long term projects, from the "outsiders" 

(photographers who happened to meet people with DS) to the "insiders"(photographers 

who actually have a relative or offspring with DS). Also, I would interview Kathleen Basi 

and Stas Kolenikov (Julianna's mom and Teddy's father) as they are amateur 

photographers who also document their children as well.  

4 Goals for the upcoming week: 

Contact the day program coordinator to get to know more about Neecey. 

Continue with the research.  

Sleep (after POY weekend, of course!) 
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Brian’s response: 

Hi, Phu. 

Excellent field notes. Thank you for describing in the right amount of detail the 

experience with Julianna in her bedroom. Your concern was valid. Your actions, 

commendable. The outcomes make your relationship with the family stronger. Well done. 

The family should be very happy with your photo of Julianna. You've made a few of 

these very nice images of Julianna alone in her world. Not sad, just a happy person in her 

world. I wonder about DS kids and if they are often alone, or if this is just a small family, 

or what it means to have so many images of her alone.  

 

There are some interaction photos but it isn't quite there yet. You are relying on colorful 

spring flowers to make something more of the scene on the swing. I lost some of the 

intimacy by the long lens and distance from the subject. Maybe there's a crop. I see you 

are trying to put a few elements together in that photo. Maybe there's a crop to be made. 

In general, the interaction isn't quite as strong here, but you are beginning to see it. The 

photo of her and the mom at the table could have worked, but the mom's expression is 

confusing. 

 

Brian 
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Field note 4: 

My apologies for not update this for a while. In short I spent two weeks with Neecey at 

the day program at Palmer's Home Care and one week sick. A sore throat also opened the 

gate for an opportunistic staph infection and I am getting it taken care of this week - just 

thought the tiredness and mild symptoms were due to weather or occasionally zits until I 

accidentally touched my lymph node three days ago and realized it is currently enlarged. 

The "mild symptoms" were actually night fever. Worse than that, it developed to 

cellulitis thanks to my history with it - not cool. 

So back to Neecey. I spent two weeks there to get to know her and become her friend. It 

was quite a challenge because of her difficulty in speech. It will take her a moment to 

formulate an answer for my question. We spent time mostly playing card games and 

solving puzzles over there. She mostly just sleeps in during the weekends. 

 

My experience with Neecey was both nice and sad. It really opened my eyes about people 

with special needs. At first it really appears that Neecey is really in the low function side 

and she lacks mental development - I mean she acts like a few-year-old kid. But after 

spending so much time one-on-one with her, I had a very different feeling. She knows 
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stuff pretty well and understands what I say, but it seems that the caregivers do not have 

time or care enough to accommodate her, which is the sad part. 

Neecey keeps mentioning about her boyfriend Daniel who also has Down Syndrome and 

keeps saying she gonna have a date with him at Applebee's. One time she really opened 

up and say that loudy (and proudly) to her peers that she would like to kiss him on the 

lips. Then her face turned red and I would say that was a true moment of happiness.  

 

 

During that day Neecey was VERY unusually active - she sang and danced like a real 

singer! That's why I put the videos on top because I wanted to show you how good she is 

in her natural environment.  
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Needless to say, I anticipated so much about the date. I asked Neecey if I could come 

with her and she said yes. But everything collapsed, including my heart, when I 

confirmed with her caregiver. The date would likely never happen. The caregiver told me 

"that's something she (Neecey) says all the time, but you know, to people with DS that 

may happen once or twice a year. I don't know how to contact the other guy's caretaker." 

Seriously? What? I really feel that the caretakers are just doing their job but still are not 

giving Neecey the attention she deserves. They are not respecting her will and are 

treating her as if what she says are from a kid and not worthy to honor. I feel so shocked, 

heartbroken and angry but I don't know what to do for help. At this point, I feel like I 

need to move on with Neecey because I cannot tell a story with photos of her sitting and 

playing puzzles. Any thoughts/ suggestions are more than welcomed. 

Over there I also met Sydney Kent, the mysterious RB high school girl you and I were 

talking about. I also seek help from the DS parents guild for leads about her but it seems 

like her parents were wary so I got no responses at all. She graduated in 2017 and is 

currently working at a pizza place in town, so I may see what I can do. Here's a video of 

her dance:  

Also I went to a dress rehearsal of Teddy's tap dance class and got some photos - he's the 

only guy in the group:  
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About research and interview: I studied the book "Living with DS" by Andreas Greeg 

and it was really great. It actually gave me inspirations and guidance to this project, but I 

hope I could find better subjects and more positive outcome. Now I understand why there 

are not many stories done with adults with DS compared to children. Things are much 

more easier when one photographs children. I did not expect to see Neecey's story with 

my own eyes with its negativities. That really traumatized my emotion to a certain level. I 

feel so bad and sorry for her to receive such kind of treatment. I will try my best to 
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incorporate what I have with her in the final edit, to shed a light into the problem. I can't 

let it go unreported. 

Interviews: I sent out emails to the first half of the list and only Amy Kontras got back to 

me :-(. I would send another kind reminder to them and send to the other half. I should 

have taken Dan's warning about people not wanting to be interviewed more seriously. 

Anyway, I got my first interview with Amy and it was good. She did her capstone project 

under Rita, and Rita pushed her out of the comfort zone as a sports shooter to explore 

more. That really opened her eyes to another field and she said it helps her understand 

human stories much better and she would love to do it again if the opportunity comes.  

So, goals for this week would be getting to know more about Sydney, continue to be a 

good friend of Neecey, try to get more interview and get the health issue tackled. 

 

Jackie’s response: 

Phu, 

  

I’m sorry I’m slow to respond. I’m out of the country and have just found wifi – hoping it 

works for the most part. I also search for this field note in my emails and saw that I 

missed another one as well. I’m glad Brian answered it! (Thanks Brian!). 

  

Lots to discuss: 

  

Field note 3: 
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-I agree with Brian that Field Note 3 was great, and that your actions about the bedroom 

photo were commendable. I’m happy you didn’t decide to publish without asking, as this 

does help with your relationship – and it teaches both you and Julianna. A great learning 

experience. It’s a lovely portrait. 

-At first, I loved the long lens swing photo, framed by the greenery. But I think Brian’s 

point is excellent, and it does lose some intimacy. I think the second swing frame works 

best (framing and moment). I also like the moment in the television shot, with her 

dancing. It feels carefree and spontaneous. 

-I like the idea of interviewing photographers who have worked more specifically with 

DS, primarily because you have so many options. I think it’s smart to use Amy, as she 

also shot in Columbia and is covering a story in much the same way (child and family, 

etc). Sarah’s work is great and personal- I’d also use her. Andreas is interesting because 

like you, he is covering several people. Snezhana’s work is different, and her subject is 

very isolated. I do like including a European photographer if possible, as different 

cultures treat DS differently. Sian’s story is fascinating and would be a great addition. 

Laura’s portrait sessions are worth the conversation too (different idea, but they are sweet 

images). 

Field note 4: 

-The person I’m talking about is Avery (don’t know last name). She just graduated HS 

this year and was the swimmer. 

-I’m confused about the second dancing video. Is that Sydney? Or Neecey? I thought you 

hadn’t yet made contact with Sydney. 
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- About Neecey, is it so bad that you feel you must “report” something? Is she being 

abused? Or is her life simply different than young children with families raising them? 

I’d be careful of putting too much of yourself into the story and judging too much.   

-I agree that shots of Neecey just in daycare isn’t going to work. You need more. Don’t 

get caught up on photographing the boyfriend. Just get to know Neecey, photograph her 

at home and at daycare, and see what happens. Just show us who she is and how she lives 

her life. Does she have parents? Do they see her? 

- Research: Congrats on getting an interview with Amy. How long did it last? 

  

Phu, I’m sorry I haven’t been responding well. I promise I’ll work harder to respond 

more quickly – now that grading and Maya’s graduation are done! 

  

I’m sorry for such a long response too. 
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Field note 5: 

 

 

Let me start with my analysis and findings: 

I was hoping to have my project to follow Andreas Reeg's "Living with Down 

Syndrome" book. In the book, he showed us the lives of four German individuals: Eva 

the "doll woman", Marco the soccer player, Schlappi the singer and Steffi the swimmer. 

All of them have Down Syndrome and are of different ages, with different careers and 

their own characteristics. However, the thing they all have in common is the reception of 

the society. It embraces them and provides them the opportunity to be human beings 

despite their disability. As I learned from Christian Basi and observed myself during the 

execution of the project, people with Down Syndrome in America are still in need of 

recognition and acceptance at a certain level, and I aimed to explore that. 

The biggest challenge I faced that kind of changed the course of my project is the age 

diversity. I have asked the Basi as they are the founders of the Columbia branch of Down 

Syndrome Guild of Greater Kansas City. They helped a lot but the families that agreed to 

work with me all have children aged 5-6. I picked the Loginova family with Theodore 

"Teddy" Kolenikov, 5, as a subject. The Basi's own daughter, Julianna, 12, is the second 

one and Neecey Jones, 29, to be the third. Compared to what Reeg had done, two of my 

subjects are still early in their life and therefore has yet showed their 

characteristics/achievements/jobs. However, the support provided by their parents and 

siblings made up for that lacking. It shows that love trumps everything no matter if the 

person has a disability or not. We all need love and love will give us power.  
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Another limitation that I found and did not recognize in Reeg's work is the selection of 

subjects. All of his subjects appeared to be on the high functioning side of the disability 

spectrum. Just as with normal children, there are some that are smarter than the other, 

people with Down Syndrome also varies. My subject Neecey is on the low function side 

and it was of course more challenging to work with her and let her show her talent. I 

certainly did not want to be selective and/or biased, therefore I decided to push as hard as 

I can. She spends most of the time during weekdays in a daycare program, with the 

weekend at home. At the daycare program her activities are repeated with solving puzzles 

and memory games. I decided to put my camera aside and sat with her just as a friend, 

hoping some good moments would spark by themselves. And yes I was able to capture 

the moment that she totally let it go with music. It was a magical moment that really 

proves that these people are just like us. I have grown a bit of a good friendship with 

Neecey and other residents. We always had fun and enjoyed our time - the facility was 

really lifted up with those spontaneous dances and singing. Disappointingly, the daycare 

manager did not seem to think the same way. She told me to not come back citing that 

my presence was disruptive to the residents' lives and that was a heartbreaking moment. 

Another challenge that I faced is the depth of my project. Digging deep into the lives of 

three individuals is definitely much harder than doing a survey of a group or community, 

compared to previous and current projects of Daniel Jamang and Zhihan Huang. In order 

to uncover the moments of their lives, one would need to be very close to the families just 

like a relative or a family friend who has been visiting for years. Of course the families 

welcome me into their lives and I was free to do whatever I want, but I also need to have 

common sense to not make them feel bothered with my presence. There are also privacy 
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areas that a stranger is barred from entering, such as the bedroom or bath time, which I 

totally understand. Julianna keeps inviting almost everyone to her bedroom and her 

parents had a bit of a hard time teaching her basic privacy boundaries.  

I also realized that the success of a story involves external factors as well. Before actually 

shooting the photos, I thought the "fly on the wall" technique would help me get the most 

out of the subjects' lives, but I was not correct. There are times that the photographer 

needs to be a part of the events in order to interact with the subjects in order to make 

them be who they are. I spent times with the Basi and Loginova families to eat, chat and 

play with their children just as a friend, with my camera ready. I kept myself adhered to 

the ethic of practicing by not asking them to do what I would like to see. The more I 

become connected to the subjects, the more natural they become and moments just 

unfolded before my eyes. I had a hard time covering Neecey due to the lack of 

accommodation from her caretaker. She never did what she promised despite my effort of 

repeated contact. As a result, the coverage happened mostly in the daycare program.  

As for the interviews, I interviewed Amy Kontras and Taylor Baucom. Amy did her 

capstone project on Olive Werth, a four years old girl with DS in Columbia. Rita Reed 

pushed Amy out of her comfort zone as a sports shooter to shoot something that is not 

sports. Taylor, who is also a sports shooter, spotted Champ Pederson and his brother at a 

baseball camp and did a story about the bond between them. Both photographers said the 

experiences had opened their eyes about the world of people with Down Syndrome. 

However, both of the work were still relatively short-term. I am still hoping to get a hold 

of Sian Davey, a photographer with her daughter whom has DS so I can have the insights 

of a longer term work. Julianna's mother and Teddy's father are also amateur 
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photographers who of course are documenting their children as well. I am also contacting 

Hilary Callimeri, with her portrait series of people with DS, as David mentioned to me. 

I do apologize for the lack of communication. I have been trying my best to keep this 

project going on despite having a hard time myself which made me became a bit 

withdrawal from communication. I have been having a lot of stress because graduation is 

approaching and the question "what next?" is a big deal. Coming from a country where 

most of the people think that it is better to leave forever for a better life, there is so much 

pressure put on my shoulder. I don't really care where I should live; I just need a place 

that I can work to support myself and my family, but my options are very limited in both 

places. My peers are divided as well - some told me to just go home and some told me to 

try all my best to navigate for a job. I broke down mentally and went to career counseling 

for help. I did not have my car over the summer as well and needed to share with a friend. 

Mine was getting old and parts are all due for replacement.  

However, things seem to clear up a little bit recently. I passed the preliminary round and 

am waiting for the next interview with the newsroom team at the Argus Leader in South 

Dakota (where Erin Bormett is working). I also got my car back from the private 

mechanic and we became really good friends. So now I am back on track and am pulling 

this hard.  
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CHAPTER THREE: EVALUATION 

 

 

 This project is certainly by far the most advanced assignment I have ever done in 

my life as a photojournalist. What I envisioned and what happened differed vastly to an 

extent that could be compared as a dream versus reality. However, it was the difference 

that had taught me so much about the hard work behind a body of work in terms of 

choosing the right subjects, gaining access and trust, survey versus in-depth coverage as 

well as the external factors that lead to the success of a long-term project. 

 My work is heavily inspired by German photographer Andreas Reeg’s Living with 

Down Syndrome photo book. In the work, Reeg featured four different subjects at 

different gender and ages in Germany – Steffi, 22-year-old swimmer, Schlappi, 44-year-

old pop singer, Eva Maria – 55-year-old worker and Marco, 27-year-old soccer player. 

Reeg’s work successfully portrayed the subjects in a way to normalize them as human 

beings despite having Down Syndrome. All of his subjects are active members of the 

community and have gained many achievements or love from their peers. Altogether, 

they made an ideal normalized picture of the DS community, highlighting their strengths 

and therefore contributions to the society in their own ways. Reeg’s work successfully 

humanizes the people with special needs and disputes the belief that they are a burden to 

society. I was hoping to follow Reeg’s footsteps, but it did not happen at all.  

Although I had the support of the Basi family, which coincidentally is the founder 

of the Columbia branch of the Down Syndrome Guild of Greater Kansas City, the other 

families that agreed to work with me only have children of age five. I later found an adult 
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subject, Neecey, who is 29 years old but the photo shoot fell through. Therefore, I needed 

to change my plan and be flexible to document the lives of children with support from 

their parents and siblings. The change has both good and bad sides on my coverage. 

Photographing children as subjects gave me a more simple angle due to their innocent 

nature. At their age, the more complex problems of relationship and employment are yet 

to appear, therefore the load was lighter. I only needed to document what unfolded in 

front of my eyes, but at times the coverage seems to lack depth. It also affected the 

narrative of the stories. With Julianna, since she is 13 years old and is shaping herself up 

to be a young lady, there was a thread that shows how she participates in community 

activities with the education and guidance her family has provided. On the other hand, 

Teddy, the six-year-old boy, is still quite a little boy and therefore is curious about 

everything in the world. His curiosity made good, random, slices-of-life moments, but it 

was a challenge to form a narrative because he has yet shown a clear characteristic. It was 

also challenging to make him understand how a documentary project works and he does 

not neet to pose for the camera despite the help of his parents.  

 Another thing that I discovered in the process was the slight bias of Reeg’s 

coverage. Just as the intellectual difference among typically developed people, people 

with DS also vary in their ability and awareness, unofficially classified as high and low 

function. Reeg’s subjects are all on the high function side, which means they are mostly 

capable of performing tasks given to typically developed ones. However, with a person 

on the low function side, their cognitive ability is still a big challenge. When I worked 

with Neecey, who is on the low function side, it required a much greater level of patience 

to understand and look for her bright, natural moments.  
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 I also learned a lot about knowing the boundaries and gaining access and trust 

from the families and my subjects. Although the majority of the photo shoots went 

smoothly, with no ethics or privacy issues, I still learned a lot. Both Julianna and Teddy 

were kind of shy during the first few meeting with me, but eventually, they opened up 

and got used to my presence. It was also my first time photographing a subject of a 

different gender and I learned how to avoid crossing the privacy border. Julianna 

innocently kept inviting me to her bedroom to show her Disney princesses collection, 

which really alerted her parents. Her mom told me it is a challenge to teach Julianna to 

protect herself from potential dangers, and I completely agree with that. Only one time 

Julianna slipped out of her mother’s attention and I took a photo of her sitting on the bed, 

and I made sure to show it and ask for permission to use it in order to avoid conflicts. 

 Another lesson I learned is the comparison of survey versus in-depth coverage of 

the topic. The majority of previous bodies of work about people with DS consisted of 

either short encounters or portrait series. While they are good examples of work and great 

sources of inspiration, the lack of depth is a problem. The photographers only covered a 

small part of the subjects’ lives and therefore could not show a bigger picture. In 

addition, the difference between fine arts and photojournalism is also a factor. In fine arts 

and portrait series, the photographers have full control of their subjects and therefore 

could perfect the photographs by posing them, which eases the load of waiting for 

moments and relying on available light sources. I chose a much challenging method, 

which more truthfully portrayed my subjects but at the same time gave me a bigger 

challenge. 
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 The last thing I learned with this project is the external factors that contribute to 

the coverage. First of all, it is the accommodation of the parents. As they understand their 

children better than anyone else, many times they told me what their children would do 

next so I had time to prepare. For example, when Julianna’s mother saw her switching on 

the TV to pick a song, she whispered to me that her daughter would do an impromptu 

dance. I had time to prepare and got a really good photo of Julianna. Teddy’s parents also 

engaged him in different activities to keep him from just sitting on the chair or lying on 

the floor. All of those greatly contributed to the diversity of the coverage. On the other 

hand, although I tried very hard to work with Neecey, the lack of accommodation from 

her caretaker and the daycare staff prevented me from getting a deeper view of her life. 

The lack of communication and understanding hindered me from coming to Neecey’s 

home and getting a better variety besides her activities at the daycare program, which was 

very repetitive. The other factor is the level of engagement in myself. When I envisioned 

the project, I strictly adhered to the “fly on the wall, no interference” standard. However, 

I quickly realized that it would distance me from my subjects and would not work at all. I 

opened myself up and joined in with the families. I ate, went to watch a movie, and 

played with both Julianna, Teddy and Neecey. I became their friends, with my camera 

behind. I spent a whole week just sitting and solving puzzles with Neecey, and eventually 

she opened up to me. I was able to capture her brightest moments when she let herself go 

with a dance before the daycare staff told me to not come again. 

 As concerns the analysis, the most important thing I learned is that not everyone 

is available for interviews. I had my ideal list of potential interviewees but it shortened 

and changed many times due to lack of availability. I certainly planned to interview 
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Andreas Reeg, as well as the renowned photographer Snezhana von Büdingen with her 

award-winning Meeting Sophie body of work, and Siân Davey, who documented her own 

daughter with DS. After the first few email exchanges, they stopped returning emails 

when I asked for a good time to meet. However, the three photographers I was able to 

interview were quite suitable based on the scale of length: Amy Kontras did a project for 

about ten days in her capstone class, Taylor Baucom met the subject at a baseball camp 

and then continued to follow him, and lastly, Hilary Camillery, who volunteers with the 

Waterloo Regional Down Syndrome Society in Canada for five years and did a calendar 

portrait series of people with Down Syndrome.  

 To sum up, this project is certainly far from perfection, with a lot of challenges 

that I have yet to overcome, but it clearly opened my eyes to the reality of a documentary 

project, as well as helped me learn a lot about the world of people with DS. I will still 

continue documenting their lives and keep looking for other subjects to diversify the 

coverage. If I would start this project over again, I would first volunteer at an 

organization that provides support for people with disabilities, such as the Special 

Olympics, to get to know the people first, and then I would introduce my camera later. I 

believe that I can only get the insights and understandings needed to experience how and 

what those people are experiencing with their lives by immersing myself in the 

experience. Also, I wish I would spend more time with Julianna and Teddy to fully 

understand and document their lives more in-depth. 

 My next steps will be to deliver two photo books that I compiled as a thank you to 

the families. I would also like to compile a larger book to give to the Down Syndrome 

Guild of Greater Kansas City, with the hope that it would help the families understand 
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who we are and what we do as photojournalists. That would hopefully improve access to 

potential subjects to expand my project. I still have two potential subjects that I hope to 

work with, and they are at different ages to add much-needed diversity. 
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CHAPTER FOUR: PHYSICAL EVIDENCE 

 

Please refer to the “Media Folder” and find the enclosed .pdf file “Blessed with an Extra 

Chromosome” book. 

  



49 

 

CHAPTER FIVE: ANALYSIS 

Photographing Disabilities: Three Photographers Talk about their Experience  

Covering Down Syndrome Stories  

  

         When it comes to stories regarding people with disabilities, visual journalists 

often have an advantage because they are able to tell stories with visual proof, as the 

subjects’ lives unfold in front of the readers’ eyes. However, while these stories create a 

strong emotional appeal to the viewer, they may also make the subjects feel victimized. 

Therefore, one question that arises is how visual journalists cover those stories without 

victimizing the subjects.  

People with disabilities do not want pity. They want to be considered part of 

society, where they are treated as human beings and contribute to it in their unique ways, 

according to a principle named normalization pioneered by Bengt Nirje and expanded by 

Wolf Wolfensberger in the late 1960s and 1970s. According to normalization, people 

with disabilities should be included in daily activites with their normal peers rather than 

being segregrated. As a result, an approach to covering stories about people with 

disabilities was born. The journalistic approach tends to show the subjects as normal 

human beings while consciously de-emphasizing the disabilities. However, with this 

approach, the question arises as to how we can still honor journalistic standards if the 

main point of the story is the disability. 

         To seek answers to those questions, three photographers who have completed 

photo projects on subjects with Down syndrome - a well known disability - were 
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interviewed. Amy Kontras made a story about Olive, the four-year-old daughter of Katie 

and Andy Werth, for her capstone class project at the University of Missouri. Taylor 

Baucom told the story of brothers Joc and Champ Pederson at a Major League baseball 

camp. Hilary Camilleri, a commercial photographer in Waterloo, Canada, published 

multiple portrait series over a five year period for the Waterloo Regional Down 

Syndrome Society. The amount of time the photographers spent with their subjects was 

specifically chosen to reflect their time spent with the subjects, from just more than a 

week to the length of a camp session and, finally, a few years. In addition, the different 

approaches were also taken into consideration. Kontras followed the traditional observer 

model, while Baucom told her story from the subject’s viewpoint and Camilleri did a 

survey approach with portrait series. 

         Previous exposure 

         The photographers were asked about their motivation to pursue the stories, and to 

my surprise, all three already had either direct or indirect exposure to people with 

disabilities and even Down syndrome. 

Kontras’ mother and aunt work as special education teachers, which exposed her 

to children with autism. “It’s something I’ve kind of been exposed to my whole life, but 

not directly,” she said. 

Baucom, who actually has a sister with Down syndrome, said their relationship 

sparked her curiosity to get more involved in the Down syndrome community. “Since I 

grew up with a sister with Down syndrome, I’d always kind of stayed very tuned-in to the 

Down syndrome community, and my sister and I are very close,” Baucom said. 



51 

 

Camilleri, on the other hand, was touched when she witnessed a friend having a 

baby named Caleb with Down syndrome. “I certainly knew what Down syndrome was, 

but I didn’t have anyone in my close circles in my entire life that has Down syndrome. 

When I saw the struggle and the challenges that they had when Caleb was born, and I saw 

how strong her resolve was, how strong her faith was and how badly she wanted Caleb to 

survive, it really touched me,” Camilleri said. 

         Based on the interview results, it turns out the photographers were not freshly 

exposed to the subjects of their work but had known about disabilities to a certain degree. 

This has both pros and cons: the photographers have a better understanding of their 

subjects, which in turn helps them get closer to their subjects and offers better access. 

However, at the same time, this might opens the gate for a slight positive bias towards the 

subjects. 

         Process of the photographer’s work 

         The photographers were asked how they met the subjects, proposed the stories 

and persuaded them to grant permission. They were also asked how they proceeded to 

gather the materials to ensure that the dignity of their subject was respected and if there 

were any situations that made them consider abandoning their journalistic standards for 

the sake of respect to the subjects. 

         None of them experienced any major problems. 

         Kontras said the Werth family gave her good access. “When I met them, I let 

them know right off the bat - hey, I'm working on a project for class. I would love for you 

guys to leave your front door unlocked so I can come and go, like take pictures of you 
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getting ready in the morning, be there when you're brushing your teeth at night, just kind 

of let myself into your life.” 

         Baucom, on the other hand, took a first-person approach to adhere to her 

publication’s style, as the Player’s Tribune allows athletes to tell their own stories. 

“Because of the way we work with the athletes, some athletes write in their stories and 

send us their stuff, and then with some, we hook them up with writers, and they're able to 

work with them and collaborate and tell a story together,” she said. She then proceeded: 

“with Champ, I had seen his journals, and spoke with him, and recorded him, and 

transcribed him, and put it all together, and then sent it to him and was like, "what do you 

think? Did I get it right?" You know, I created a story out of it, and with the questions 

that Joc and him both got.” 

         Camilleri, due to the large volume of subjects, decided to send questionnaires to 

find out the messages that parents of children with Down syndrome wanted to tell the rest 

of the world. “I always am listening to what messages they want to put out there. So 

yeah, each year that I work with the kids I kind of look to see what else we can highlight. 

I ask the parents, ‘What kind of messages do you want to put out into the community?’ 

and that kind of thing always helps,” she said. 

         In addition, the trust between the photographer and the parents helped provide the 

access needed for a successful story, like in Kontras’ case. “The Werth family was 

amazing,” she said. “I photographed bath time with all off - those things when obviously 

they trusted me to use my judgment as a human being and not photograph anything lewd 

or publish anything that was revealing.” 
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         Camilleri added that patience is her key to success in working with children with 

Down syndrome. “You have to just make good eye contact and just be yourself around 

them. People pick up on positive energy and if you've got good energy around these 

children and adults, then they pick up on that,” she said. She also said that since people 

have a range of emotions, there is no difference in approaching a child with Down 

syndrome versus a typically developed one. 

         In general, all three interviewees expressed that they gave the subjects the highest 

respect, which helped them gain the trust and accommodation to get closer and have a 

better understanding. 

         Reception of work 

         All interviewees expressed positive attitudes and hoped that their work would 

help raise awareness of people with Down syndrome. 

Kontras mainly photographed sports before her encounter with Olive. The 

experience has changed her perspective. “I fell in love with Olive, I fell in love with the 

Werth family. I wanted to make stories about people in their emotions and not to toot my 

own horn, I think that I accomplished that well and I think that viewing my photographs, 

you really get a sense of who Olive is and what that family unit meant to each other and 

means to each other still.” 

Baucom said covering stories about people with disabilities does not mean 

showing that they need help to live their lives. “It wasn't about helping or making him 

seem like, ‘Oh, isn't that nice that he's helping his special needs brother’, it's like, ‘oh, 

look at that. Two brothers that have two different backgrounds and two different ways of 
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impacting people's lives’, she said. “Champ, he's in the late twenties at the time. Seeing 

someone in their late twenties, speaking to the Dodgers organization and giving a speech 

before their playoff game, and being so accepted, I think that they'd have really positive 

thoughts and encouragement that right now there's a big future for people with Down 

syndrome.” 

Due to her strong tie with an actual Down syndrome support group, Camilleri has 

a stronger voice. “People with Down syndrome typically were institutionalized decades 

ago. They were written off as dumb. They couldn't do anything. Their life expectancies 

were very short. They were made fun of, they were segregated from society,” she said. 

“The reason why I think this is so powerful is that we're fighting against some 

really old stereotypes, old nicknames like the old word "retarded," those kinds of things. 

There are lots of disabilities out there that don't have these traditional stereotypes around 

them, but people with Down syndrome really had stigmas around them for a very, very 

long time,” she continued. 

“So what we're trying to do is break those stigmas down. It's a new day and age 

where we can, you know, help people with Down syndrome and support them in our 

communities along with everyone else that has a disability, whether it’ll be visible or 

not,” she said. 

Camilleri believes that making photographs of people with disabilities helps to 

raise society’s awareness of underreported communities. “I think it provides a 

tremendous opportunity for us as photographers to create images that really evoke social 

change. [...] The photograph still holds a very powerful meaning to people. “ 
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To sum up, all three photographers believe they had helped raise the awareness of 

society through their work, to show the human side of people with Down syndrome. They 

all embraced the normalization approach involuntarily, except in Camilleri’s case when 

she intentionally aimed toward the goal of normalizing people with Down syndrome for 

her projects. This could have resulted from their previous direct or indirect exposure with 

people with disabilities for a long time, which might be a strong underlying influence that 

shaped their perspective. 

Conclusion 

The outcome of the interviews shows that photographers, when covering subjects 

with disabilities, tend to support the normalization of them, to show that they are just 

human beings like their typically developed peers. It also comes down to the basic 

human-to-human interaction between the photographers and their subjects to make the 

work successful. 

In addition, the long term exposure to people with Down syndrome also 

strengthens the belief that people are just humans and each of them is different. 

 The interviews provided considerable guidance to photographers who would want 

to cover stories about people with Down syndrome, as they outlined the thought 

processes of the interviewees and how they proceeded with their stories.Kontras’ story 

showed that trust is the most important factor that helps open up access and show the 

intimacy between the subject and her direct family members. Baucom’s approach showed 

a different, uncommon approach of storytelling that helped the subject tell his own story, 

therefore providing a truthful representation of himself. Camilleri teaches how to treat 
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people with Down syndrome as human beings and how to engage them during the photo 

sessions.  
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Committee Members: 

Jackie Bell (chair) 

Brian Kratzer 

 

 

I. Introduction 

 

How I chose this project topic came to me spontaneously when I was feature 

hunting in Cosmopolitan Park in Columbia, Missouri. I saw a volunteer group instructing 

people with Down Syndrome how to enjoy the playground, and it sparked my idea. My 

professor, Teri Finneman (MU Ph.D., 2015), taught us that the media coverage of people 

with disabilities has space for discussion. It tends to focus on the disability itself in order 

to glorify and portray those people as if they are heroes to defy their fates. However, the 

reality is different – those people do not need the glorification, but they want to be 

recognized as normal people. My previous work with the Mizzou Wheelchair Basketball 

team in the Advanced Techniques in Lighting class also confirmed this statement. When I 

conducted the interview with the coaches, they stressed that these athletes are “real 

basketball players who just play it sitting down”. My portrait series of those players 

shown in their athletic poses with the wheelchair hidden from the frames received 

positive feedback from my instructor Brian Kratzer and was given a Vox Magazine issue 

for publication. In addition, seeing people with Down Syndrome brought back memories 

when I was bullied in ninth grade. After learning about the disability in Biology class, 

many classmates gave me the nickname of a person with Down Syndrome due to my 

nerdiness compared to my peers.  
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As the College Photographer of the Year Coordinator, I found an entry named 

“Shelby’s World,” shot by Mhari Shaw. Shaw documented the world of Shelby Brown, a 

five-year-old girl who also had Down Syndrome. The project gave me great inspiration at 

first, but after some critical thoughts, I found that the disability was still so strongly 

pronounced in Shaw’s photographs.  Shelby seemed to be isolated in her own concealed 

world. She was not shown to have much interaction with the community or her peers, 

except with her mother. All of these together sparked my interest to learn more about the 

disability and one more time apply what Finneman taught me, as well as to find a better 

way to execute my project. 

After getting my Master’s degree, my goal as a photographer would be the voice 

to speak for the underreported and stigmatized communities, which includes people with 

disabilities. I strive to help them fight against the stereotypes and hopefully change 

society’s negative perspective towards those people. Coming from Vietnam, a country 

where social statuses are defined by many factors such as career, gender and even 

appearance, I feel there are so many opportunities waiting to be explored. 

Being a somewhat shy, introvert person, I would never have the ability to conduct 

this project without preparation from my journalism courses. I have gone a long way 

from shooting candid photos of people enjoying alcohol on St. Patrick’s Day as my very 

first assignment. I have learned many things from different journalism classes, but what 

prepared me the most to tackle a long-term visual project is the Staff Photojournalism 

class. Previously, I photographed my stories with a set of literal eyes and missed many 

good visual opportunities. I was afraid to get close to my subjects, and I did not see 

outside out of the box. My photographs were mainly shot with the same angle, same 
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composition and had nothing to impress the audience. Thanks to Professor Jackie Bell, 

who gave me the essential “kick”, as well as encouragement and constructive criticism, 

my eyes and visual awareness were broadly expanded. The Visual Editing and Picture 

Story/Photographic Essay classes taught by Professors Jackie Bell and Brian Kratzer also 

helped greatly in shaping my storytelling skills and visual narration. Many times, a 

photograph is stronger if it stands alone, but is unfit in the overall narrative and vice 

versa. Being both a photographer and visual editor helps me see from two different 

perspectives, which hones my storytelling skills in preparation for this project. 

 

II. Professional Skills Component  

For this component, I am planning to work with Julianna Basi, a fifth-grade 

student at West Middle School who has Down Syndrome. According to an interview with 

Christian Basi, her father, people who have Down Syndrome are often more talented in 

some fields such as drawings and music. Julianna, according to Christian, has surprised 

her parents with her singing talent. Her mother, Kathleen Basi, is a private flute and vocal 

teacher herself, but Julianna’s achievement of qualifying for the 5th Grade Honors Choir 

surprised both of her parents.  

My initial goal was to deemphasize Julianna’s disability and portray her as a 

normal, happy girl who is enjoying her life like any 11-year-old child. It sounds simple, 

but I think it is much easier said than done. A classmate asked me, “would there be a 

story if Julianna is a normal girl? Would you go and shoot a random fifth grader and 

make a story?” Although I come to the project with goodwill, there is such a fine line 

between emphasizing the disability in order to sensationalize a story and showing the 
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disability with the intention of normalizing it. I realize that if I do not proceed with great 

caution, I will unintentionally fall back into what I wanted to avoid.  

I have sought advice from my peers and my Chair, Professor Jackie Bell, as well 

as Cheryl Diaz Meyer and Marcia Allert. They all gave me thoughtful guidance that gave 

me the hope to overcome this challenge. Marcia showed me “Rowan’s Reach”, a photo 

essay by Lisa Krantz that documented Rowan Windham, a ten-year-old boy who suffered 

from Shwachman-Diamond Syndrome – a genetic disorder that affected many of his 

internal organs. As a result, Rowan underwent many surgeries in order to keep him alive, 

but he did not lose hope and lived his life fully till the last day. In my opinion, Krantz 

was able to tell Rowan’s life as a child with positivism by following him throughout 

normal childhood activities, while weaving in the photos that showed him struggling with 

his life in the hospital as a way to show his sufferings. There is certainly a difference 

between Rowan and Julianna – Julianna does not need intense medical support like 

Rowan, and there is no potential cure for Julianna’s disability. I acknowledge that as a 

challenge that I would need to overcome by emphasizing more of Julianna’s activities 

among her normally developed friends. 

Basi stated during my interview with him that the misrepresentation of people 

with disabilities in the media is still present, along with the belief that those people are a 

burden to society due to their extra needs of accommodation. People with disabilities still 

face obstacles that prevent them from working like typically developed people, despite 

the fact that there are many different levels of the disability that may have little effect on 

their job function. This opens up the need to find one or two other subjects, one searching 

for a career and/or one who are currently working. I will actively search for help from 
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Julianna’s mother, Kathleen Basi, as she is the founder of the Central Missouri Down 

Syndrome Network, which in turn has connection with the Down Syndrome Guild of 

Greater Kansas City. I am confident they could help me locate the subjects I need.  

A study by Pace, Shin and Rasmussen (2010) examining attitudes towards people 

with Down Syndrome showed they are still being isolated from the society on a certain 

level. More than one-fourth of the authors’ survey results showed that children with 

Down Syndrome should be put into special schools and are a distraction to their typically 

developed peers in the same classroom. While the majority of the results showed an 

agreement that people with Down Syndrome should be allowed to work, eighteen percent 

believed those people increase the chance for accidents. The results also showed that 

positive attitude to people with Down Syndrome mostly came from subjects that have 

previous exposure to them. Nota et al. (2014) also pointed out that job availability for 

people with Down Syndrome is limited because they are often offered only jobs with a 

low level of complexity. 

Based on those findings above, by photographing Julianna, I hope to show her life 

and activities as an eleven-year-old child in order to prove that Down Syndrome does not 

define her as a person. Through my photographs, the audience can see that she is as 

normal as her typically developed peers and should not be isolated. In addition, family 

inclusivity is an important factor as noted by Pace et al. (2010) to help them enter the 

society and that will be reflected in this part of the project as well. 

For the second subject, I hope to find one with a dream that is unlikely to come 

true due to the disability and how he/she is working to prove him/her ability to achieve 
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that goal. I have not yet found a subject, but perhaps an athlete who wants to play in the 

able-bodied league. 

If I found a third subject who is a working person with Down Syndrome, the 

shoot would be a job profile to show the job they are doing, whether they like it or not. 

The aim of the job profile would be to show the kind of job offered to people with Down 

Syndrome and their level of satisfaction. This is based on the study by Nota et al. (2014) 

that people with Down Syndrome are not often given high-complexity jobs. I am thinking 

of someone who is working for their living but is not actually satisfied with it and is 

trying their best to make the dream come true.  

Certainly, those two potential subjects mentioned above are merely thin 

guidelines in hope I could visualize what Nota et al. and Pace et al. studies. If I found a 

completely subject with an undiscovered worthy story to tell, I understand I need to adapt 

quickly and be flexible. 

My final product will be a still photo essay, with roughly ten photos dedicated to 

each of the three subjects. The three subjects will represent the three important chapters 

in a person’s life (Julianna-childhood, second subject –someone in the transition from 

college and is applying for jobs, third subject – a working adult). The storyline will 

reflect important stages in a person’s life with Down Syndrome, to show their values and 

contributions to the society.  

The final publication of this professional skill part will be a photo book dedicated 

to my subjects and their families, as well as all the professors and friends who will be 

giving me support on this difficult but memorable journey. 
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Tentative Schedule:  

Mid December to end of February: research and photograph all three subjects. 

January: search for photographers to interview 

Mid of February: start interviewing photographers 

Mid of March: Write professional analysis 

April 8: Begin to turn in components for edits 

Mid-April: present first edit to the committee.  

April 22-24: present second edit to the committee.  

April 29-May 2: Defend project, then make edits if necessary 

May 10: final submission. 

 

The committee will be updated with weekly field notes on a WordPress page. 

When I start writing the professional analysis, progressive drafts will be uploaded as 

well.  

Proposed Budget: 

As Julianna is about seven minutes from my home, and I have my stipend from 

working for POYi, I think my budget would not exceed $1000.  

Dissemination of Work:  

I hope my professional analysis would be published on Medium, Journal of Media 

Ethics, PDN, and Visual Communication Quarterly. For the professional skills 

component, I would love to have the digital version published on National Geographic, 

Reuters' The Wider Image and the Boston Globe's The Big Picture. Copies of the photo 

book will be given only to the subjects and  committee members. 
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III. Professional Analysis Component 

My plan is to look for notable work done by photographers regarding people with 

disabilities and/or medical struggles. Currently, my potential interviewees are Mhari 

Shaw, Sarah Ann Jump, and Lisa Krantz. By interviewing them, I hope to know more 

about the process they used to create their work, how they approached the subjects, how 

long they followed the family, what difficulties they faced, etc. Also, if time permitted, I 

hope to find work done by a photographer who is considered as an “insider”, e.g. a 

photographer of a disability advocacy group, or even greater, someone who documents 

their own journey to cope with the disability and interview them as well. I want to dissect 

their thought and creative processes, as well as compare the differences in the 

perspectives between a typically developed photographer and a disabled one regarding 

the same topic. Other potential photographers are Bernice Wong, Lynn Johnson and 

Renée C. Byer.  

Another important area that I would love to explore through the interviews is the 

ethical aspect of the photographers when they need to cover such a sensitive topic. How 

would they maintain the truthful and objective coverage to provide to the audience while 

still keeping the respect and dignity to the subjects? Is it necessary to push for some 

strong photos that may make the subjects feel uncomfortable if other people see them? 

Did they ever conduct any in-depth photo-elicitation to ensure that their stories truthfully 

portrayed the subjects at best? If yes, how was the reactions/comments/feedback they 

received? 

In my opinion, documentary photography and photojournalism are a multi-faceted 

tool of storytelling. Visual journalists and storytellers try their best to tell stories that they 
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feel compelled to tell and that are important for the public to know. However, in order to 

do so, there are times that they might have jeopardized the subjects’ dignity with photos 

that depicted them in difficult situations. A clear example is the coverage of spot news, 

especially accidents, disasters, and epidemics. I would like to quote Audrey Cooper, the 

editor-in-chief of the San Francisco Chronicle, in her opinion piece regarding the 2018 

wildfire coverage of California: 

“The complexity of the news decisions we make has grown as well. Four days after 

an exhausting election night, editors on a seventh straight day of work watched and re-

watched a Camp Fire video showing charred skeletons on the ground and behind steering 

wheels of burned-out cars. For the first time in my career, I fought back the urge to be 

sick. I’d never seen anything like it over many years of wildfire coverage. In the most 

frightening and graphic way possible, the video showed how quickly this fire devoured 

all it encountered. But would acknowledge the video's existence, much less posting a 

shorter, fewer graphics portion of it, be disrespectful to the victims?  

There is a perception that journalists simply take from the victims. We do take their 

stories, their photos. We do these things not because we relish it but because the public 

must know. There is power in the truth, even if it is a truth some would rather not see. 

There is also incredible sorrow and empathy, feelings that are often difficult to absorb 

before you can make sense of it for the public.” 

I could relate Cooper’s assessment to Lisa Krantz's work and similar ones that cover 

the subjects’ struggle to fight diseases and live the last days of life. On one side, the 

stories certainly gave the readers a strong impact on how the subjects fought against their 

plights. However, on the other side, would the family feel comfortable seeing those sad 

https://www.sfchronicle.com/california-wildfires/article/He-couldn-t-save-his-friends-Now-Camp-Fire-13382947.php
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memories, grievance and sorrow being published and become some sort of public record? 

Those are important questions that need explored, hoping to make a message to aspiring 

visual journalists to consider when dealing with such topics. 

The analysis will be conducted via semi-structured interviews. The interviews would 

be recorded with permission and transcribed for further examinations. If conducted via 

emails, copies of the emails would be retained as well.  

RQ1: How do visual journalists cover people with disabilities without 

victimizing them? 

RQ2: How do visual journalists balance humanizing the photo subject while 

adhere to journalistic standards in cases where the disability is the main point of the 

story? 

Below is a tentative, but not exhaustive, list of questions I plan for my interview: 

• How did you find the story? 

• What was the “call to action” that urged you to pursue the story? 

• How did you first pitch your idea to the photo subject? And how did you 

negotiate access? 

•  How do you think your journalism has changed public perception toward 

people with different abilities? 

• Were there ever sensitive moments when you or the photo subject were 

uncomfortable sharing? 

• Did you talk to your subjects after publication? If so, what were their 

reactions? What was their feedback about the representation? 
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• Are there any pitfalls you try to avoid when photographing people with 

disabilities?  

IV. Theoretical Framework 

As Ferguson (2001) pointed out, in case of a conflict between textual and visual 

framing, the visual frames often are the winners. The reason, according to Rodriguez and 

Dimitrova (2011), lies inside the power of the photographs. They speculated that 

photographs have both the appearance that is closer to reality and the ability to create 

stronger emotional and immediate cues.   

In addition, photographs, especially news photographs, have the potential ability to 

reflect a stereotyped reporting, according to Rodgers and Thorson (2000).  

Visual Framing Theory 

Framing, as its name suggested, is similar to putting a “frame” on to the coverage to 

focus on a specific aspect rather than giving out an overall, unfocused and confusing 

presentation. Coleman (2010) pointed out an image that triggers a strong emotional 

response will also become a part of the reader’s memory about the story (p.239).  

The effect of frame-setting, as De Vreese (2005) noted, has both effects on the 

individual and societal level – it could change one's attitude towards an issue as well as 

shaping societal level processes, e.g. political socialization, decision-making, and 

collective actions.   

 

Literature review 

 The media’s framing of people with disabilities has long been a topic for 

scholarly discourse. Barnes (1992) and Nelson (1996) both classified the media's 



69 

 

portrayal of disabled people into different categories. Barnes also noted the portrayal of 

disabled people as normal as a stereotype. He argued while the new trend has some 

benefits, it has "certain limitations for removing the discrimination which need to be 

considered”. He also noted that the depictions of disabled people without reference to the 

disability is more prominent in America. The disadvantage of this motion is that it tends 

to “normalize” disabled people, which leads to the lack of change in policy making to 

accommodate the needs of disabled people. Furthermore, Barnes argued that “Impairment 

is a fundamental part of a disabled person’s personality. It is something which cannot be 

denied without negative psychological implications”.  

  However, such notions similar to Barnes' are quite a minority in the assessment of 

the “normal people” framing, even among advocacy groups for disabled people. Burns 

(2010) strongly disagreed with the framing of those people as either the hero or the 

victim. “The people first concept is as it sounds. People with disability are not defined by 

their disability; people with disability are people before anything else, and should be 

treated and represented that way”, he wrote. 

  Clogston (1994) classified media coverage of people with disabilities into two 

categories: the traditional model – which focuses on the disabled person’s difference 

from the others in society – and the progressive model – which focuses on how the 

society deals with a population that includes those with various disabilities. In the 

traditional model, Clogston noted that the traditional model looks at the disability in a 

medical or economic way, which implies the society needs to care for people with 

disabilities. The progressive model, on the other hand, looks at the minority civil rights 
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and cultural pluralism. A content analysis showed the majority of media coverage is still 

in favor of the traditional model (Clogston, 1994).  

 Dahl (1993) pointed out the selective characteristic of media coverage regarding 

disability in other to manipulate public response. By doing so, they helped in promoting 

the stereotype of disability, although it was unclear if the selection made any clear results. 

Although there have been some positive signs to show that media coverage has somewhat 

shifted from heroizing or victimizing people with disabilities, there is still a long way 

from a normal depiction (Dahl, 1993). 

 Mills and Erzikova (2012) pointed out that the disability is often framed as a 

tragedy or a medical focus in newspaper coverage. They criticized that the people with 

disabilities were painted as the “victims and sufferers”, which, in turn, imposed an 

“outsider” point of view and yielded way to the assumptions that disability is bad and 

scary.  

 Haller and Zhang (2014) conducted a study to gauge disabled people’s opinions 

regarding their portrayal in the U.S. media, especially in films and TV programs. The 

study found that the stigmatized models (medical, social pathology, supercrip, and 

business) were still more prominent than the progressive models (minority/civil rights, 

legal and cultural pluralism), both defined by Clogston (1990). They found out that the 

news media not only did not cover the issues related to disabilities, but also did not truly 

reflect the real experience of disabled people, because the disabled characters were not 

played by actual disabled actors.  

 Farnall and Smith (1999) also conducted a study and called for an accurate 

portrayal of disabled people in the media. Positive portrayals on TV and movies are 
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related to more positive perceptions and feelings towards those with disabilities. A 

positive portrayal of disabled people could bring many benefits such as greater 

understanding, sensitivity, and comfort towards them in both the workplace and personal 

lives (Farnall and Smith, 1999). 

 Studies have showed that the effects framing can impose on the audience 

reception both verbally and visually. In visual framing, the environmental aspect is of 

significance as well as the main subject of the photograph (von Sikorsky, Schierl, Möller 

and Oberhäuser, 2012). In case of athletes with disabilities, a photograph with a cheering 

crowd in the background triggers more positive reception from the audience (von 

Sikorsky et al., 2012). A recent study of Haller et al. (2014) showed that language usage 

in written stories has a significant role in identifying people with disabilities, especially 

when the reporter refers to the utilization of a wheelchair. Terms such as “wheelchair-

bound” or “confined to a wheelchair” reflect the society’s fear of an imperfect body 

(Haller et al., 2014). The study also showed some positive signs of progressing, when the 

new term “wheelchair user” gains more popularity. 

V. Limitations 

The scope of this project, with one or two subjects at a certain age, as well as the 

limited number of photographers interviewed, is definitely not enough to offer a 

generalization of normalizing people with disabilities. However, it opens up the 

opportunity for scholarly discourse regarding long term, in-depth documentation of a 

person with disability.  
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