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song, “God Bless the USA” added.  It contains two 

things Bob is proudest of, the flag and his Marine 

Corps service.  In the gym he continues to work 

out, and competes, despite being told he would 

never lift weights again (Figure 41).  For Bob, 

working out “is what keeps him alive.”  It is his pain 

management – a way to return to where he was physically or even better.  He said that 

he is stronger now than when he was in his twenties.       

 Bob also has motorcycles which he loves to ride (Figure 42).  His motorcycle 

represents freedom “just hop on your bike and go.  You can just go and ride and have a 

good time.”  When he rode out west to visit friends, he stopped at the Middle East 

Conflict Memorial where the names of his friends from the first Gulf War, Iraq, and 

Afghanistan are engraved (Figure 43).   

Andy.  Andy also focused on happy times while participating in events through 

SOF charities, which provided him more unique experiences.  For example, he went to 

Costa Rica for a week to go marlin fishing (Figures 44 and 45).  “The guide says, ‘oh 

Andy, you were in the Navy?  Did you ever drive a boat? Get up here and drive!’”  So 

Andy drove the boat at 165 miles per hour.  “It was awesome!”  He was also able to do 

Figure 41 

Figure 42 Figure 43 
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a gator hunt at an event sponsored by the American Legion (Figure 46).  “Everybody 

was just so nice.  The boy scouts came out and cooked breakfast for us.”  He also 

shared a picture from the 4th of July when visiting a fellow sailor in Michigan at their lake 

house.  He said, “…they were just so gracious, because they know (his wife) is a vet, a 

Gulf War vet...they were just so grateful for people that served in the military.” (Figure 

47) 

 His last two pictures focused on friends and family.  Several years ago he joined 

an association which participates in a local celebration (Figure 48).  At first he did not 

want to get involved but then heard how much fun it was to participate.  They build a 

float each year and won the contest a few years ago.  The association is made up of “a 

Figure 44 Figure 45 

Figure 46 Figure 47 Figure 48 
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lot of old vets…and a lot of professional people so it’s a good networking opportunity … 

we’ve had a pretty good time doing that.”  His final picture was he and his wife out on an 

island “that’s where we used to go on the weekends.”  

(Figure 49)   

A Different Kind of Fight  

Larry.  Larry took a picture of the wall in his office, 

which he described as “my room…my little zone, I shut the 

door and have some peace and quiet.”  The picture is of 

what we call in the military, a “me wall.” (Figure 50)  It is the 

space where we showcase awards, plaques, and other items gathered during our 

military career.  Larry’s “me wall” is a circular display of his 

time in the Navy.  The most important picture to him on the 

wall is of the USS Theodore Roosevelt on which he deployed 

in support of OEF, 10 days after 9/11.  He said “There was no 

question of our purpose, our mission, for that deployment for 

sure.”  It was “just a great tour – meaningful, a good way to 

wrap up sea duty, because I didn’t really go back to sea after 

that tour.”  There were also framed gifts, like the John Paul Jones’ quote which defines 

the ideal naval officer.  His President’s Certificate of Commissioning rounded out the 

wall.  Larry defined this picture as “a full picture of there and back again in hobbit 

terms.”  These prized mementoes hung in his space and remain a reminder of a 

successful career.   

Figure 49 

Figure 50 
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Jim.  Jim’s pictures were his current reality; still determined, just in a new way.  

He learned techniques for maintaining an active life from the Mayo Clinic.  If he takes 

his blood thinners faithfully, the fibromyalgia will not kill him but does alter the way he 

lives.  “They were adamant that I need to get back to doing 

physical activity, my normal routine, and learn how to manage 

my time and incorporate the proper recovery with my rest and 

naps.”  His German Shepherds, or “the girls, have been an 

essential part of my recovery.” (Figure 51)  He started with 

walking a quarter mile after which he struggled to breathe.  

He worked up to running and walking together.  Now he and 

“the girls” run three miles every day.  They “don’t want to 

hear that I am too tired and don’t want to go. … I have to say 

they are a huge part of where I have quality of life today.”  

He said he “can’t thank them enough for their dedication to 

getting the old man out on the road and hitting the 

pavement.”    

The second picture is his chair (Figure 52).  He calls 

this picture, “re-plugging in.”  He uses a cell phone as an 

analogy to explain this new reality.  Unlike his life before, his battery now drains very 

quickly so he has to rest and recharge in order to continue to the next physical task.  

Regardless of where he is or what he is doing, when his battery drains he must “take 

that time and be a little stubborn” and rest.  If he does not it will take multiple days to 

recover.  “That was very difficult because as a Marine, (it’s) mission first, and the 

Figure 51 

Figure 52 
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mission around my house now is chores.”  So the 

picture of his chair “is my happy place where I can 

get my quality of life for the rest of the day to get 

me through so I can have a great time with the 

family, with the kids.”           

Matt.  Matt shared two pictures.  The first 

was taken in Iowa of him in the kitchen just before starting 

chemotherapy.  He said “You can see I look pretty gaunt in 

that picture.”  His mother-in-law asked him ‘‘’how ya 

feeling?’  And I was like, ‘I’m doing good!’” (Figure 53)   

The last picture was with his daughter while visiting her at 

college.  After it was posted on Facebook his daughter 

messaged him to say that he “looked so good in that picture, so happy and healthy.” 

(Figure 54)  Matt feels that he is “back to where I think I 

am as healthy as a guy can be that’s my age 

and been through everything I’ve been 

through.”       

Tom.  Tom’s photographs centered 

around three aspects of his life:  loss of 

memory, who he was before, and his new 

reality.  His loss of memories weighed heavily 

on him.  He said “I really don’t remember anything about my childhood.  I just really 

don’t have the memory anymore to remember my childhood.”  He also does not 

Figure 53 

Figure 54 

Figure 55 
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gives you a lot of time to think.  It relaxes me because I’m 

thinking about catching a fish.”   

The New Normal 

The lives of these participants were significantly altered 

yet they continued to move forward in their new normal.  

Throughout these interviews a number of themes emerged 

some of which were in response to a specific question and 

some were addressed without prompting.  It was clear that 

these veterans were well researched and very knowledgeable 

not only about their health challenges but also about working 

through the system.  They were all passionate about the 

struggle veterans currently face with autoimmune diseases 

and cancer.        

The Bureaucracy and … 

 It is hard to understand traversing a bureaucracy until 

you have moved within such a monolith.  Larry’s description was succinct in that “… its 

main priority in life is its existence, the propagation of the bureaucracy is its main 

endeavor” he also stated that it is “up in arms when it’s threatened with reductions, loss 

of budget.”  In the military we call this “fighting over rice bowls.”  Larry’s assessment 

highlights these competing resources and political tensions of the critical medical 

anthropology critique (Singer and Baer 1995:5-6).   

The veterans were well aware of their struggle against, within, and through the 

system; no doubt because they existed within the DOD for most of their careers.  The 

Figure 70 

Figure 71 
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participants engaged in a discussion of these bureaucracies often without prodding.  

They mentioned several within the U.S. government but spoke most often about the VA.  

Perhaps this is because the VA exerts tangible control over the veterans while 

bureaucracies like the DOD exerts intangible control; for example the specter of military 

culture.  Regardless, when it comes to the transition from health to sickness, these 

institutions bring to bear enormous power over the veteran’s transition due to medical 

care, benefits, hospitals, and doctors.   

…Medical Care.  As their health declined, eight of the participants were still on 

active duty and two were retired, which created a military-VA-civilian medical 

relationship.  The veterans were unique in that all but one had medical options during all 

or part of their health transition.  The retirees were able to see civilian doctors through 

Tricare insurance and through federal employee healthcare benefits.   

Military.  My previous chapter established that there were failures within the 

military medical system.  The veterans overall did not have good experiences while on 

active duty.  After Peter’s realization that they did not treat his severe osteoporosis, he 

found follow-on civilian doctors far more forthcoming.  Jake dealt with the nonstop 

appointments in the regular Air Force medical system and was only diagnosed when he 

moved to a specialty clinic.  However, Larry was not as fortunate.  He was at Bethesda 

Naval Hospital “where I was doing my specialty care” for severe stomach and intestine 

pain.  It took years of testing before he was diagnosed.  Jim was misdiagnosed in 

military medical and almost died.  Bob felt fortunate to be stationed in Georgia because 

having a small medical facility, he was “hooked up with some good specialists” in town.    
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Civilian.  Overall, despite some failures, the civilian medical system received the 

best remarks.  Peter said he could walk into a civilian doctor’s office and after one exam 

receive a diagnosis.  In fact, an orthopedic surgeon told him about his spinal stenosis 

after one x-ray, compared to the years it took to get information from the Army regarding 

his back.  Matt was living in Iowa with his wife while she worked for the federal 

government.  He saw civilian doctors and believed he got “good medical care.  Best 

place I’ve been to for medical care. … They’re all young guys, young 

women…graduates of the most recent (medical classes).  And they’ve got good 

mentors.”  Alex too found civilian care outstanding.  “I can honestly say that my local 

urologist that did all the surgery …for the bladder cancer and all was…has been a 

tremendous help.”   

VA.  The medical care provided by the VA received mixed reviews by the 

veterans.  Alex’s oncologist as well as the other care he received “has been 

extraordinary.  It has been really, really good.  They have been very accommodating 

and as far as I can tell, as far as I know, just really provided excellent treatment.”  Bob is 

also in the VA system and had no complaints with the doctors he dealt with locally.  In 

fact, he had a great deal of praise for them and had not experienced the issues that 

many other veterans have.   

Larry continues to use the VA, along with his civilian care, to force them to look at 

the linkage between his autoimmune disease and his other issues he believes are 

“linked to immune system problems” and the vaccinations he received.  He expressed 

frustration that VA doctors did not always have access to the right medical records, or 

have in the past not even bothered to look at them.  Larry did acknowledge that the VA 
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is fixing what is broken.  Although primarily going to civilian doctors, Jake had good 

experiences at the VA.  He, in fact, asked the VA doctors if it was better to be seen at 

their clinics or by his civilian doctors.  They told him to “use the civilian folks downtown.”  

This advice was puzzling and as he said it “doesn’t give you a vote of confidence in the 

VA system at all.”   

Peter believed that the “VA is totally incompetent.”  Jim felt “fortunate” that he 

has Tricare and his civilian primary care doctor who “has been the go to person for me, 

to get me to the specialists and things that I needed.”  In fact he is, “scared to think that 

if I even had to use the VA system; just the short periods and appointments I had to go 

through the VA to get my claim was frustrating enough.”   

Sam was the one forced to rely solely on the VA.  He said, “I don’t know what to 

expect with the VA anymore.”  He was particularly frustrated with them during his path 

to a Crohn’s diagnosis.  At one point, they asked him if he had abdominal issues in Iraq.  

“I’m like I don’t know.  Hey look, a mortar just landed 150 yards away.  Do I have a 

stomachache?  I don’t know!”  He saw a nurse practitioner through the VA for eight 

years.  He stopped going because for five years she focused on his liver and said, “You 

have fatty liver tissue disease, you have an extremely enlarged liver, and then nothing 

else was done.”  Despite this, he did say that his VA was getting better.  However, once 

his liver cancer was diagnosed, he sought out civilian cancer specialists.   

…Medication.  Going back decades, there is an across-the-Services joke about 

receiving 800 milligrams of Motrin for everything from a scratch to an amputation.  This 

trend continues, but with narcotic pain relievers.  In today’s opioid-addicted society it 

was alarming to hear from the veterans how easily they were prescribed large quantities 
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of medicine.  Peter’s pill box is a great example of what these veterans all shared.  Larry 

felt the “frustration factor (in) nobody understanding what it’s like to live with Celiac… 

(and) doctors not understanding the impact on a person with chronic pain.”  He 

continued to say there is a “complete unpreparedness of your normal VA doctor to deal 

with the consequences of chronic pain.  They don’t understand it so they prescribe 

opioids, when that is absolutely not what should be prescribed.”  He acknowledged that 

it is done less often today, but the non-specialist primary care doctors “are the first 

ones…to whip out the computer and prescribe a narcotic pain reliever.” 

Sam too was, “pumped…with a lot of pain medication” and began to get 

addicted, while Bob was “on every medication under the sun.  It was disgusting.”  After 

his undifferentiated connective tissue disease, Jim said, “…they started medicating 

me…I can’t even remember the medications.”  Jake said “sooner or later your life 

becomes inundated with pills or doctors or both.”  Because they agreed this was 

unacceptable; Bob, Sam, and Jim all weaned themselves off their prescription 

medication.  Bob said, “I don’t take anything now.  In 2011 is when I…needed to stop 

sitting on the sidelines.”  In addition to working out, he eats clean and will not stay with a 

doctor who pushes prescriptions.   

The ease of getting alternative treatment was locally-specific.  Bob helped bring 

new treatments to his VA like acupuncture and is now working to get yoga therapy 

approved.  Conversely, Jake found his VA to be “incredibly hesitant” to provide new 

treatments.  For example, to get fibromyalgia and migraine treatments “was a six month 

fight with them (the VA) to get something issued or allow me to use (a device until) 
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finally they relented.”  Tom got his UV-B radiation machine approved through Tricare; 

he believes this was possible because “there’s no precedent” for treating his illness.   

…VA Administrative Side.  The administrative side of the VA received the harshest 

criticism.  Larry called it “that horrible side of the VA medical system.”  He criticized the 

online myhealthevet.va.gov.  It is through this system that veterans can refill 

prescriptions, message their doctor, and see upcoming appointments.  He spoke of pull 

down menus that do not list the doctor you need to see or speak with, and when you do 

message them they take a week to get back to you.  Unfortunately, the pull down menu 

is the only way to message a specific doctor.  Larry said “The care is good that I’m 

getting, when I need it, but it’s only because I’m so persistent with the administrative 

side of that.”  He also said the myhealthevet.va.gov “is a perplexing system at so many 

levels and so many passwords that they are really slow to respond and it’s frustrating.”  

If you go to someone at the VA and ask them to help you with the website, all they do is 

suggest the next class.  He feels for the older veterans who are not technologically 

savvy.   

He also used the Veterans Choice Program, when available.  A veteran is eligible 

for this program if the VA is unable to provide care within 30 days, their clinics are more 

than 40 miles away from the veteran’s home, or there is some difficulty in the veteran 

going to the closest VA facility (Department of Veterans Affairs 2018).  However, he 

appreciates the program as long as the clerical staff members remember to click on the 

box, so he does not get charged for the doctor’s visit and bring about another 

administrative fight.  I also had this issue and received a bill for $450.  Fortunately, the 

doctor’s office rebilled the VA so that I did not have to fight them.   
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 Tom struggles with the administrative side as well.  His back problems constitute 

a rated disability, which means the VA acknowledged they are linked to his service.  

Yet, if his VA doctor says he needs physical therapy for a set period of time, the 

administrative offices are able to override the doctor and approve therapy for a much 

shorter period of time.  Tom can either spend the time fighting the VA to get it approved, 

which requires another doctor’s request, or pay the $12 copay and do therapy through 

Tricare.  He said that if you call the VA with a question, “you talk to whoever was willing 

to take the job for the cheapest price and they are not smart enough to refer you to the 

right person, so it’s the same old dilemma with the VA hospital issue.” 

As discussed, Tom must use his UV-B machine every other day in order to stay 

alive.  He tried to figure out a way to use a similar machine in other VA hospitals around 

the country or even in Italy, where his in-laws live, so he could travel.  After a lengthy 

process trying to get an answer, he learned there is a program for him to be seen in 

hospitals outside the U.S. but not inside the U.S.  He said “You shouldn’t have to hire 

attorneys to represent us to find ways to be taken care of.” 

Andy, after his fibromyalgia diagnosis, was told to see a rheumatologist.  When 

the VA learned he was not 55, they told him he was not eligible for this specialist.  

Fortunately, he was able to see a civilian doctor through Tricare.  He said that this “is 

kind of concerning in the long run because you’ve got all these people with autoimmune 

diseases, now they can’t get access to a rheumatologist who is the only one to really 

treat those.”  If they do not have other insurance options, they cannot get treatment.  

These age restrictions are not just a barrier with the VA.  Jake, like me, had shingles 

multiple times.  The vaccination is only approved through the CDC for Americans over 
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55.  There is no way possible to get this vaccination if you are under 55 years old.  With 

so many combat veterans getting shingles multiple times, this is problematic.  

…VA Benefits.  The VA benefits process was a conundrum for all of these 

veterans.  Tom responded to a letter asking if he had skin issues and was awarded 100 

percent disability without filing a claim.  Yet, although Tricare provided him a UV-B 

machine so he did not have to drive three hours for treatment, they only covered 80 

percent.  He paid 20 percent out-of-pocket as well as for maintenance and the extra 

electricity it takes to run the machine.  Despite the link to his service overseas, the VA 

denied his request for reimbursement.        

Jim requested a reevaluation after receiving additional diagnoses, which took two 

years to be approved.  Part of the back-and-forth included resubmissions in order to 

ensure that he “finally got the paperwork with the right verbiage and that was the 

frustrating part.”  For Larry, his frustration came from a lack of understanding.  He was 

given a disability rating for sinus infections and degenerative disc disease.  He said they 

acknowledged his celiac disease is connected to his service, but because it is a 

“disability you can mitigate by not eating wheat” he was given zero percent.  He said 

that it “is seriously frustrating.  The doctors do not understand what it is to be told that a 

part of your life is gone forever.  ‘Sorry about that, see you later.’”   

Matt submitted a package for his non-Hodgkin’s lymphoma, which included a 

letter of acknowledgement from his civilian cancer doctors that it was tied to exposure 

from depleted uranium.  They denied his cancer as a disability related to service in Iraq 

but did approve him for 10 percent because he was stationed at Camp Lejeune during 
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the water contamination scandal.  Thus far, Peter’s 12-year fight with the VA has 

included being sent to a gynecologist for a disability-related medical examination. 

Barriers 

Each of the veterans were asked to talk about the biggest barrier in getting care.  

For Tom is was travelling distance.  His primary care doctor at the VA, which he could 

see at no charge was 30 miles away, but in Washington, D.C. traffic that could take 

hours.  He chooses to see a civilian doctor through Tricare, even with the copay.  The 

civilian doctor is less than five miles from his home “So what do you do?  You suck it up 

and you do what you have to do.”   

Jake said it “is what appears to be a lack of awareness or a lack of education on 

vet’s issues/syndromes so they can efficiently diagnose you.  You know they won’t 

come out and say ‘I haven’t seen this before’ or ‘I’ve seen it and I just don’t know what it 

is, so let’s find someone who can do it.’”  Andy also saw the lack of being “receptive to a 

lot of this. They are still 10 years behind, as we all know, so most of my care I got 

outside the military.”   

  Jim believes “It’s admittance. The biggest barrier is DOD would have to admit 

that based on the research that we did …that they added an adjuvant to the vaccination 

that was not FDA approved and that made it… experimental. And that would mean they 

violated the law.”  Larry also pointed to the lack of acknowledgement by the VA of a link 

between the vaccines and autoimmune diseases; “when I ask what studies are being 

done nobody has a clue.”   
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Support 

For Themselves.  The greatest support these veterans received was without a 

doubt from their families.  Jake said, “if we’re not talking professionally, I’d say definitely 

my family. I mean, I can chat with them and usually they won’t judge me. Sometimes 

they’ll wonder is this really going on, but they still listen with a caring shoulder.”  

Additionally Alex, Matt, Tom, and Sam credited the support they got from their families.  

Sam and Jim also mentioned how important friends were in supporting them.  Jim said, 

“So my good friend that I was working with, he set up meetings with all these specialists 

and he went to my appointments with me. He went to every single one of them…and 

said, look we’ve got to get to the bottom of this…he’s got no quality of life.”   

For Others.  All of the participants knew other sick veterans and despite their own 

health struggles, they found ways to help them.  Jim worked with an organization to try 

and find answers.  Bob helped prepare recruits for boot camp.  The other participants 

spoke of guiding other veterans through the VA process.  Jake, Larry, and Peter all 

spoke of helping new veterans navigate the benefits systems.  In fact, Andy chose to 

become a lawyer in order to help other veterans fight the system.  He said he was better 

prepared by helping his wife, a Gulf War veteran, which “set me up for success when I 

medically retired and had to deal with all of mine.”   

Veteran Organizations.  Hundreds of organizations exist to support veterans.  

Despite this, Jake, Alex, Jim, and Larry did not belong to any of them.  Matt received 

help from the Organization of the Purple Heart when he was fighting the VA, and Sam 

spent time with veterans at the American Legion.  Andy took advantage of trips 

sponsored by SOF non-profits.  He also talked about participating in these organizations 
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as a new rite of passage.  As a veteran you once spent time with active guys and “you 

never think of going to the Legion…now you’ve crossed that bridge so you’re on the 

other side of the fence now where it’s kind of nice talking with the guys because it’s the 

camaraderie of being in the military.”   

Stigma 

Despite helping other veterans navigate the bureaucracy, they were hesitant to 

discuss their own illness; this was telling.  This careful navigation showed the concern 

over how veteran illness is received and a fear of stigmatization.  They all approached 

this subject with other combat veterans in similar ways.   

Do you talk to other veterans?  Jake does speak to other veterans about his health 

issues.   

“Yes.  (It’s) part of my therapy, because once you start talking about it you 
realize that you are not alone because you often think that going through 
this you are walking this path alone, but come to find out that the folks on 
your left and right are probably undergoing some similar issues or 
illnesses as you.  A lot of commonalities out there.  So, yes, it absolutely 
helps for therapy.” 
 

In contrast to Kilshaw’s statement about veterans going to meetings to create their 

illness narrative, Jake’s statement verifies that these veterans find solidarity with others 

when they know they are not alone.  Despite talking to others, he was still careful in how 

he approached the subject.  “At work we have super type-A folks and … you have to 

walk that fine line between, am I complaining…will they receive it?  Fortunately, it’s 

been good.  Everyone I talk to, they receive it well…you also have to feel out who you 

can and can’t discuss things with because there are folks out there that ‘suck it up,’ you 

know, ‘suck it up and move on’ sort of thing.”   
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Jim said, “I know plenty of sick veterans.  Yes I do. And unfortunately more than I 

care to even think that we should know out there.”  He speaks to others but tempers 

what he says because, “it is a difficult subject to approach (with) certain veterans.  I’ll 

talk to anybody because I could care less.  The hard part is when you tell them your 

story and based on the research that you’ve done why you believe you are sick from the 

vaccine… it’s almost like a conspiracy.”  He broached the subject carefully:  “Very much 

so. I temper what I say, little bits and pieces and ask questions like, “what are your 

health issues? Can you give me an example?”  He also said he would speak more 

openly with a veteran he knew.  If he does not know someone well, he steers them 

toward research.  “I don’t just come out and say, hey this is my thoughts; what I do is, I 

find out what’s wrong with them, find out what their diagnosis is and talk to the duty 

experts that have done the research on sick veterans and ask them about doing this 

test or that test.”   

Larry said “I try not to complain… because some vets came back in body bags.  I 

don’t mind talking about it.  Every vet that I know of that got the smallpox/anthrax series 

I ask them because I am curious if they’ve suffered any ill effects, and I find it relatively 

a third of the ones I talk to are willing to admit that they’ve suffered some kind of a 

lingering condition from it.”  Andy spoke to veterans who have the same issues but 

“Usually, you have to feel them out first.  Some people don’t believe that fibromyalgia is 

a real thing so I usually bring it up casually in conversation first to see where they go 

with it.”  Peter spent time reading and responding in online forums and said, “I go in 

there as often as I can and try and help people that are going through the same things 

I’m going through and the same problems that I’m having.”   
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Not all of the participants discussed their health issues with other veterans.  Alex 

for example said, “Not a lot. I’ve had a few…just a couple of conversations…maybe with 

someone I know.”  Bob said, “You know, for the most part when I was on active duty, 

I’ve always been a person that keeps to himself.  It’s like, my life is my life, it’s nobody’s 

business…so people like that or you know, like people that I’m close with I’m more apt 

to share, you know, information and stuff.”  Matt simply said, “Nope. No.” 

Suck it up.  Members of the military generally fight against stigma by “sucking it 

up,” so one does not appear “broken.”  Although only two of the veterans actually used 

the phrase “suck it up,” the sentiment was certainly present throughout the interviews.  

Jake talked about the “suck it up” mentality at work regarding illness, and Sam said, “I 

don’t know what else to do -- I’m just gonna basically suck up the pain” when he spoke 

of his current diagnoses.  He also talked about being broken when he was forced out of 

the Marine Corps.    

Andy said that, “I just toughed it out” instead of seeing a doctor when his health 

failed.  Jim also expressed this when he said, “look at how my health was before that 

deployment and then during the second deployment how there were a lot more 

struggles than I care to recognize, being a Marine.”  Bob believed showing others how 

he overcame his health challenges is setting a good example so he “dedicates hours 

upon hours upon hours every day in the gym to stay physically fit.”  When the doctors 

told him his body pain came from working out he said, “No, working out is what keeps 

me alive every day, because my body is in so much pain that’s what…that’s my pain 

management.” 
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Within the System 

Trust is a 4-Letter Word.  Overwhelmingly, the participants did not trust the 

government to do right by veterans and tell the truth about combat-related diseases.  

Two of the veterans hedged their answers, neither agreeing nor disagreeing.  Jake said, 

“I don’t know if trust is the word.  I rely on them to do so. … I think they do the best they 

can do given the skillsets that they have.”  Larry also said he did not know.  He believed 

that based “on the nature of the bureaucracy (it) is very impersonal and it isn’t always 

traceable to a single person or a single person’s judgments or ethics.” 

Tom took umbrage with the VA approving him for 100 percent disability after he 

responded to a letter about skin issues, but not admitting what he was exposed to or 

why he was dealing with all of his very serious health issues.  Larry tried to bring up a 

link between the vaccines and his health but he believed the doctors “are coached to 

say, it’s not our job to assess linkage to any condition.  We’re here to treat you so we 

really can’t get into that.”  He pointed out that they cannot commit the government for 

anything that could cost money.  

   When Jim was on active duty he emailed the Commandant of the Marine Corps 

to ask questions about the anthrax vaccine.  He received a response promising that he 

would “personally assign someone to reach out to me.”  However, “the Sergeant Majors’ 

mafia reached out and began to interrogate” instead.  From that point, Jim’s once stellar 

career was called into question.  “I was almost blackballed … they knew I was going to 

be medically retired, there was no more career, it was done and over with, so how can 

we put more pressure on him to stop asking questions?”  His career spanned 27 years 

and “Instead of asking, ‘hey this is a man who made it to sergeant major, that evidently 
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had to do something right to get promoted, to get to that position,’ and say ‘hey, there 

might be something behind what he is asking.’” 

There was consensus regarding getting answers about the cause of these 

diseases in a way that mirrored Agent Orange and GWS.  Larry said that when it comes 

to Agent Orange “what’s most concerning about that is by the time they have some 

actual answers …they’re all dying, there’s been no effort to change their quality of life or 

address their disability income for all those years that it could have been done. I 

understand that research takes time, but when they’re dead it really doesn’t help.”   

Matt, agreed in saying: “I don’t think enough people have died…enough people 

are sick. Just like … the guys with Agent Orange. Nobody’s made the connection 

between environmental exposures and Iraq and listed them, ‘ok, here’s what we know. 

Here’s the toxins you were exposed to. And here are the diseases.’”  Tom also pointed 

to the long wait for Agent Orange to be acknowledged:  “That’s probably what’s going to 

happen; when most of us are dead and they don’t have to pay for that many people any 

more, then they will come out and admit to what happened.  And it’s a shame.”   

These sentiments are given credibility when VA personnel tell veterans, as they 

did Jim, the VA  

“won’t even entertain (admitting to Iraq and Afghanistan exposures) until 
they are done taking care of the Vietnam veterans and the Agent Orange 
issue. That’s somebody who knows the system well, for them to say…and 
of course they will never say it on record. But they will tell it to you to your 
face behind closed doors, but will deny it was ever said when you walk out 
that door.” 
 
Larry: “Again I think it’s the psychology of the bureaucracy – if it came out that 

there was hard research to support that kind of linkage, the VA will have to spend an 

awful lot of money for many, many veterans to give disability payments, and somebody 
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somewhere is thinking about how much that’s gonna cost overall compared to the larger 

VA budget.  Alex agreed: “(the VA) motivation to acknowledge any type of impairment in 

a service member… is tied to cost.  And for them to acknowledge that there are…direct 

links to being in the combat zones and direct links to these injuries and illnesses that 

have come out of there is in my mind is directly tied to cost.” 

Resistance.  Resistance against the powerful bureaucracies was evident 

throughout this research; both overt and covert.  From the moment they were 

diagnosed, these veterans began to research, to ask questions, and to push back when 

what they were told did not make sense.  They weaned themselves off medications and 

found alternative ways to deal with their pain.  They did not give up on getting exercise, 

getting outdoors, having a life.  For Tom, fighting back took the form of a third Master’s 

degree and finding ways to retrain his memory.  Bob continues to lift weights without 

apology and enter competitions.  Both he and Jake refuse to become pessimists 

because of failing health.  Peter, Andy, and Larry fight by helping other veterans 

navigate the VA system so they have someone supporting them along the way. 

For Jim, resistance took the shape of forming a group to get answers and provide 

support, but he learned that momentum was hard to maintain because “you keep 

fighting and fighting and fighting and when you try every avenue that you can possibly 

think of to gain answers you find out that … you’re just spinning your wheels and you’re 

not going anywhere.  It can consume … your life and your time, every waking minute 

that you have … is spent trying to find answers and it becomes overwhelming and you 

just fizzle out.”  
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The Final Question 

 Before I ended the interviews with these veterans I asked each of them if their 

illness struggle changed their minds about their service to this country.  Did they regret 

going into the military now that they are sick?  Not one of the participants said they 

would change their decision to join.  Jake said, “I don’t think any person that you talk 

with will say that they regret it.  They just regret what’s going on now.”  Alex would join 

again even if he knew then about his cancer and Castleman diagnoses.  Jim believed, 

“I’m sure that is probably shocking for most people to hear me say no, because I don’t’ 

think I would ever change.”  Even though he, believing the vaccine made him sick, 

recognized he “would (be playing) Russian roulette.”  Bob would deploy tomorrow if the 

Marine Corps asked him.   

Larry said “yes, in a way.”  He might question why the United States would give 

service members vaccinations that are not safe but “you have to balance that against 

the idea of being a public servant, which isn’t all about you.”  Matt admitted it changed 

his mind about how he feels about the government, but not about the Marine Corps.  

The only change Peter would make is which Service to join.  Andy said his “perceptions 

have definitely changed” but “I don’t regret my service at all.”  Tom summed it up, “I 

would do it all again.  I wrote a check to the military that they could cash for up to my 

life, and this is cashing the check for my life.” 

Conclusion 

Can doctors who do not understand their patient’s illness experience really 

provide meaningful help?  I am confident now that this is not the case.  I hope this 

research begins a dialogue about understanding the lived experience of veteran illness 
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(Thompson et al. 2008).  I trust that the tone I set showed the matter-of-fact way these 

men spoke of their struggles.  Despite all they deal with, I know that not one of them 

would place their diagnoses in a higher ranked order than those who were grievously 

wounded in combat or those who made the ultimate sacrifice.   

They each stated that by sharing they wanted to bring about change for the 

collective, and bring those struggling together in mutual support (Mizock, Russinova, 

and Shani 2014; and Oliffe and Bottorff 2007).  These men do have real things at risk, 

like Tom who was forced to quit his job because he had too many doctors’ 

appointments.  Because of these risks, these men reached out to others, albeit 

carefully, to ensure the sick are being helped.   

Their lived experience of illness was shaped by doctors’ appointments, 

diagnoses, limitations, treatment, medication and questions.  However, despite this the 

photo methods showed men who refused to give in and quit; who created new meaning 

focused on peace, serenity, happiness, family, fun, and a new definition of health.  They 

dealt with their new identities while remaining fiercely proud of their past.  Their 

dedication to service and other sick veterans showed their character and made me very 

proud to be counted among their ranks. 
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CHAPTER 7  
 

LESSONS LEARNED 

 

Within the military, there are organizations dedicated to collecting data regarding 

all aspects, from hardware and software to people and tactics.  The Joint Chiefs of Staff 

website defines their purpose as to “enhance joint force readiness and effectiveness by 

contributing to improvements in doctrine, organization, training, materiel, leadership and 

education, personnel, facilities, and policy.” (Joint Chiefs of Staff 2018)  We call this 

gathering “lessons learned.”  However, a lesson can only be learned if the data 

collected is used in a thoughtful way to make important changes to how business is 

conducted.  I do not expect this document, focused on the experiences of 10 veterans, 

to completely revamp the way the United States Government deals with the issue of 

exposure-related disease.  I do hope it begins a dialogue and brings awareness.   

Recommendations 

 Although not an interview question, the participants provided a number of 

recommendations to go along with my own findings.  These were thoughtful lessons 

learned through non-stop battles which began the first day symptoms appeared.  Each 

of them originated in the political body (Scheper-Hughes and Lock 1987) while moving 

within the macro-social level (Singer and Baer 1995; and Baer, Singer, and Johnsen 

1986).  Foremost in the minds of these veterans was the VA, whether discussing 

medical care or disability compensation.  Despite improvements made, the VA remains 
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broken, so it was not surprising that the majority of recommendations were directed 

toward this institution.   

Transition Assistance Programs   

It is common knowledge that the transition program, required of all active duty 

when they retire, is woefully inadequate.  In fact, one retired admiral created a program 

to address this gap and supplement the DOD’s offerings (Ruehlin Associates 2018).  My 

participants stated they needed to be better prepared while transitioning from their 

service to deal with the VA.  They were unaware of many of the available benefits or 

how to traverse the VA system to receive care.  This is why three of the participants 

actively seek out other veterans in order to educate them about maneuvering around 

the VA.   

Medical Education   

Another recommendation was the requirement for the VA and military medical 

staff to be educated regarding combat-specific diseases.  I was shocked by the number 

of years in which these veterans suffered chronic pain as they continued to return to the 

doctor only to be told nothing was wrong or be misdiagnosed.  Additionally, they were 

easily prescribed large amounts of medication, including narcotics.  There was overall 

consensus that lack of familiarity with combat exposures was partly to blame for the 

length of time to get diagnosed.    

Seven of the 10 veterans were still associated with the military when they 

became sick, yet it took a significant amount of time for half of them to get a diagnosis.  

This meant that health and sickness lived side-by-side for these veterans, and their lives 

were characterized by ongoing doctor’s appointments, misdiagnoses, and frustration 
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(Singer and Baer 1995).  One of my initial assumptions was that sick veterans spent 

time proving they were sick, which in turn meant they had less time to get better.  

Although a correct assumption, I was surprised to learn how long it took to convince 

their doctors something was wrong. 

Streamline and Simplify   

My participants also stated that VA programs and systems need to be 

streamlined and made user-friendly.  It engenders frustration to remain on hold for long 

periods of time only to be transferred to a voicemail box where no one calls back.  Or to 

attempt to locate information on websites like myhealthevet.gov and ebenefits.gov, 

which are electronic labyrinths.  The veterans believed that DOD and the VA must also 

have a means to communicate across their closed systems.  As these men can attest, 

despite billions of tax dollars spent, DOD systems cannot speak across the Services, let 

alone across government departments.  The participants pointed out that once retired 

they had to go to a new set of doctors and start over convincing them they were sick.  

This could be mitigated by military medical records automatically transferring to the VA. 

Seeking Answers   

More than anything else, these participants wanted more research, without 

agenda.  They especially wanted the connection between exposures and/or 

vaccinations and the autoimmune diseases and cancers examined.  Understanding the 

prohibitive cost of all sick veterans requesting disability, it seemed these men were 

more interested in getting answers in order to keep the next generation of veterans from 

the same fate.   
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A Role for Anthropology 

I too want more research to find the cause of these diseases, be they cancer or 

autoimmune.  If I am truly honest, I remain bitter that I was not able to stay in for 20 

years in order to retire.  The reality is that the military is hemorrhaging willing and 

previously able-bodied men and women with combat experience.  There are others like 

me who did not want to be discharged and were willing to deploy again.  The military 

cannot afford to have this as retention remains a focus.  If the cause of these diseases 

is something we can control, like vaccines and/or burn pits, then changes must be 

made.   

I believe my research is just the beginning of truly understanding the lived 

experience of veteran illness.  There is so much more to learn, so many more questions 

to ask.  Additional studies are needed to examine the differences for reservists who 

deployed but do not have the same opportunities for healthcare that retirees have 

through Tricare.  Because most of my participants had Tricare, the reality for non-retired 

veterans may be much worse.  The experience of female veterans may also provide a 

varied perspective.  As we become a bigger population within the combat veteran ranks, 

our participation in research broadens the overall understanding, while bearing in mind 

that our experiences may not be different than our male counterparts.   

Anthropologists must play a role in addressing the qualitative research gaps.  

Gusterson’s (2003 and 2007) suggestion that military anthropology should focus on the 

study of Service cultures and policies is not only a place where the two entities could 

exist amicably, but it is an important piece of addressing veteran illnesses.  As a combat 

veteran, I have pride in my service to this country.  Having said that, I chose not to 
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return to work for the military in any anthropologist/researcher role.  I have very strong 

thoughts on the military “doing culture.”  As an outspoken critic of faulty culture-related 

doctrine and Female Engagement Teams, I tried in a variety of ways to bring awareness 

to the harm they were causing in my time there.  Having done so, I was patronized, 

criticized, accused of disrespecting those killed in combat, and excoriated by my 

leadership.  When other anthropologist discuss this possibility, I am always honest 

about the struggle.   

It is for this reason, I stake my position with that of Gusterson (2003 and 2007) in 

continuing to study military culture and policy in the fight to support veterans with 

combat-related disease.  I believe my unique position as a combat veteran and an 

anthropologist gives me a perspective unlike those of my non-veteran colleagues.  I 

embrace this positionality and do not hide the practical ways in which it informs my 

research.  As stated, I would not even be aware of the diseases plaguing my fellow 

combat veterans if I was not diagnosed a decade ago.         

Medical anthropologists are especially needed to move their research beyond 

PTSD and TBI to examine broader veteran diagnoses.  Unlike in Kilshaw’s research, I 

did not find the same condescending, even disdainful, tone in more recent works.  

Kilshaw’s substantial participation in the post-Gulf War debate had consequences not 

only for British veterans but also those in the United States.  Her treatment of veterans 

followed in the same vein as those who believe the military ranks to be filled with 

uneducated men and women.   
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The Illness Narrative  

Through Photo Methods 

The illness narrative provided a medium with which to understand how these 

veterans negotiated the lived experience of illness.  This narrative is a living, breathing 

thing – expanding, contracting, and morphing as the veterans make sense of their 

experience and as new diagnoses emerge.  When shared, they can also be highly 

redacted – depending on the audience.  Additionally, those shared within this research 

were bounded both by space and time.  In truth, only the veterans themselves know 

how much fact or fiction their illness narratives contained (Bury 2001, Hyden 1997, 

Kilshaw 2004, Kirmayer 1992, and Mattingly 2008).  I suggest this while acknowledging 

that, in the past, I told many varied versions of my own narrative.   

The use of photo methods provided rich data but was not without complications.  

Visual methods allowed a fascinating glimpse into these veterans’ experiences.  

Because the participants controlled more of the interview process, I believed them to be 

empowered.  However, I could not help but wonder if the photographic piece created 

some anxiety.  I never considered the concern Jake raised, about whether his children 

would be able to “Google” this research in the future and read about his struggles.  He 

did not want them to remember him for his health issues.  As stated, I had strong 

relationships with all but three participants.  I do not share this to cause future 

researchers to shy away from using visual methods.  I do suggest that every effort is 

made to protect your participants, while understanding the military veteran’s fear of 

stigmatization for being weak.   
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The strength in using photo methods was creating an illness narrative both orally 

and visually.  As discussed, each veteran’s photographs had a theme that ran from 

before through after their biographical disruption (Bury 1982) showing what mattered 

most.  All of the veterans, through the pictures they shared, were easily placed in one of 

two categories: one, a glass half full and two, a different kind of fight.  There was one 

commonality among the participant’s photographs, a thing or place that made them 

happy or provided peace.  Through their photographs we were able to see their world, 

through their eyes, from their perspective.  Although just a glimpse, I believe this to be 

very powerful.     

Through the Digital Story  

 As a means to move from data collected to lessons learned, I created a digital 

story.  I utilized photographs and quotes from the participants in order to highlight their 

illness experiences.  Often it is difficult to understand an issue when it has no face, no 

story.  My goal for this short video is to provide a glimpse into the daily struggle of 

millions of veterans (if we include Desert Shield/Desert Storm).  I intend it to be an 

educational tool pulling back the curtain on this issue for a wide-ranging audience 

(Charmaz and Rosenfeld 2006; Goffman 1959; and Oliffe and Bottorff 2007).  The 

digital story can be found at: https://youtu.be/ZPA8XNfIqPQ. 

Conclusion 

Veteran Transition 

The transition from healthy to sick for these veterans was shaped predominately 

by the structural, which exerted incredible control over the biological self (Csordas 

2005).  They were all outspoken critics of the multiple institutions they worked in and 
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through; the VA, DOD, and civilian medical organizations.  They did point out positives, 

but usually with a caveat; for example, receiving good care through the VA as long as 

they were their own aggressive advocate.  It was interesting to note that the veterans, 

armed with an overview of my research, continually answered interview questions 

without my having to ask.  This did not mean they all had the same answer, but that the 

experiences were shaped from many of the same systemic issues.   

After I conducted the interviews I learned that one of my initial assumptions was 

wrong.  I believed there were varying degrees of understanding when it came to veteran 

illness issues.  However I found that, at least within this population, they were a well-

researched and extremely knowledgeable group, not only about their diagnoses but 

also about probable causes and treatments.  They looked for alternative ways to deal 

with their illnesses and avoid medications.  They looked at non-medical forms of 

treatment like supplements, diet, exercise, massage and yoga.      

These veterans also understood about the effects of Agent Orange and GWS.  

Half of the participants referred to Vietnam veterans in terms of getting help, answers, 

and acknowledgment.  Despite this, there was overall limited involvement in veteran 

organizations.  Even if they belonged to veterans’ groups, they did not seem to be as 

active as generations past.  Like Vietnam and Desert Shield/Desert Storm veterans, 

they shared an unwavering view about what caused their diseases.  Whether 

vaccinations or environmental exposures, they all believed the cause was physical.   

Military Culture 

Bootcamp is a rite of passage where one is born into a Service’s culture.  

Participants spoke of the need to suck it up, or at the very least, mask what they were 
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dealing with, and of cautiously discussing their illness experience with other veterans.  If 

the discussion was not well received, they backed away from the conversation.  This 

showed the concern for being stigmatized as broken, despite being a veteran.    

Backing away from this discussion topic did not mean these men were defeated.  

They resisted through a variety of ways and refused to allow their diseases to define 

them.  This was despite the daily fight against their own broken bodies and the various 

institutions which compounded the struggle.  In thinking about this research, I in some 

ways reproduced the “broken” identity for these veterans by focusing on their 

autoimmune diseases and/or cancer, and I wonder if that is one reason I struggled to 

get participants.     

Final Thoughts 

So how do veterans of OEF and OIF negotiate the transition from healthy 

warriors to sick veterans struggling with multiple illnesses?  In the simplest of terms, 

with incredible tenacity and strength.  The broader answer however, was much more 

nuanced and complex.  These participants lived at the intersection of disease and 

illness; which also contained elusive diagnoses and a fight for answers. 

Without a doubt, quantitative and clinical research provides important data from 

which to learn about diseases and their effects on the body.  Yet we cannot forget the 

importance of learning, through qualitative methods, what it means to live with this 

disease.  We can say that a veteran has an autoimmune disease and cancer, but how 

much more important is it to enhance this knowledge with the realization that he cannot 

be separated from his UV-B machine because he would die.  Although veterans overall 

are uncomfortable speaking about living with disease, we must continue to push for 
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qualitative research.  Listening is not only educational for researchers, but may also be 

healing for veterans.  

I have incredible pride to be counted among these men.  Tom spoke for all of the 

participants when he stated that “he wrote a check to the military that they could cash 

for up to his life and (his diseases are) cashing the check for his life.”  I was not 

surprised that each of them would serve again despite what they know now.  I stand 

with them to carve out a space within the ranks of all veterans.  A space defined by 

disease but not failure.  As I complete this research, certain words come to mind: 

warriors, strength, heroes. 
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