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Appendix
Participant Statements Organized by Themes

Inappropriate information at diagnosis:lack of information or too much information. 

Lack of information

“I was just kind of in the blind. I was never told which, which one I had. So, I had to figure that out. Like I had to Google that myself and try to figure out, okay, am I type one or type two and that’s, I had to figure that part out myself.”- Frank diagnosed less than 2 years.

“I don't think there was ever any strict instructions by the other doctor or really any help other than telling me how bad I was...”- Dahlia diagnosed for 16 years. 
“I learned fast. I learned fast from my daughter because initially what would happen is I would just start sweating and then I'd get real lightheaded and then I just felt like I pass out. And then that's why I called my daughter and she said, sugar is low, check your sugar.”- Gemma.

“Umm, realistically don't know a lot about it. I mean I don't know why my body chose to do this and, and no one is really explained ‘hey your body is doing this, because of this, because of this-this way you ate for all these years’- or what caused it or anything like that I still don't have a clue. I just know that one day my blood sugars are high or whatever my A1C is and was told I was diabetic…Yep your diabetic, here’s your pills, off you go”-Andrew.
“I did mostly my own research and the doctor told me I just had to stop eating sweets…Yeah, I kind of wish she had told me you know some of the symptoms.  Because she didn't really, she just said this is what this is, and you need to watch your diet. She didn’t give me a diet, she didn't give me anything to, to help me with that and it's like you're sitting around thinking well what?  ‘Cause I have a lot of stuff with me and wrong with me and you have to say well what are the specific symptoms of diabetes.  And I never found that out and even on the Internet it's not really…You know I guess if you lose your foot, you know that that can happen (laughs).”- Betty.

Also from Betty  “Um, I think they need to do, so they,  they need to tell you they're giving you this medicine and like I thought well do I get the monitor or do you know and they tell you why you don't have to have that right now- that your diet- you know they need to tell you those things. Because if you don't know those things who knows what you'll do with the information. you might not take your medicine and just see you know like if you're A1C goes up?”

“And you know I went and I was like well I have this information, but there was like no dietician to go to, no  like okay where do I get information- no okay just look it up I didn't think I was offered- and maybe I was and I would felt like I could like I don't remember back that far going maybe he did offer it and I just kind of Poo-Pooed (?) it but…”- Cassandra.

“I just feel that sometimes they don't provide information. Um, this may be a little bit off subject, but I just always felt like sometimes just, they just throw you like, okay, I'm gonna prescribe this medicine and this and that, and let's see how it works, and we'll take it from there. And I always feel that, um, that they don't, they don't sit down and provide you with the information you need or even recommend you to a specialist.”- Joe.
Emotions at diagnosis: fear, shock, anxiety, denial, and frustration
Fear

“So then when he tells me I'm full-blown diabetic, I'm thinking, oh my god. You know, so, you know, you don't wanna say your world's ending or whatever, but it's not, that's just how I felt, you know, cuz and it just, you know, that's when okay, of course the fear, you know, sets in,”- Helen.

“I was kind of scared at first because I thought you know, how am I going to fix my diet?”- Betty.
Shock

“It was a shock…I never expected it to happen to me.”- Gemma. 
Anxiety

“Yeah, I mean, uh, right away, I mean, when I found out I was a diabetic, um, I know about the whole, I've seen people with the, the big, uh, like, uh, big socks and the special shoes that they have I've seen, I've seen a lot of patients, uh, family, uh, way older people in their sixties and stuff when their legs were kind of swollen and purple… I mean, I really don't, and I don't want to lose my foot or my leg or anything, so it's just something I have in my head all the time.”-Joe.

Denial

“Okay, well um at first, I was in a little bit of denial cause I didn't want to be classified as a diabetic, I guess. in my head my vision of someone who's diabetic was always an old fat guy, obese person and I didn't want to be the old, obese person that had to take shots every day.”- Andrew.
Frustration

“…like I don't smoke, I don’t drink, I don’t use recreational drugs. I don’t even take painkillers unless I really have to take painkillers, its kind of like -Yeah this seems a little unfair.” -Cassandra.

“ But, uh, as far as having diabetes, I said, okay, why me? You know?” -Helen.

Fear both a motivator for change and a barrier to learning for one person:

“It's like, you need to change your whole lifestyle. Like otherwise you're gonna, you're gonna end up dead. So that the whole thing really, really freaking me out” , and
“I really, I really don't like, I, and I hate to start reading about it cause then I start thinking like, this is, this is all…And I think, so it's myself just not wanting to hear what, what's, what could happen, you know, like what, and that just, I don't, I, I'm, I'm scared of dying from this and I really am, like, I'm scared…”-Frank.
Two participants were pragmatic about their diagnosis

“And I said, my God, why do we have to do that if you measured it twice and I'm a diabetic, just, you know, indicate I'm a diabetic and let's go forward.”- Dahlia after being told by the doctor that they needed one more blood test to be sure. 
“I wasn't, you know, I wasn't worried about being diagnosed a diabetic. That didn't bother me at least a little bit because yeah, I, you know, I had seen them go through what they survived…I figured eventually it was gonna happen.”-Emma.

Experience with provider:patients had positive and negative interactions
“But I just, sometimes I just feel do, do they really care, and they just wanna throw medicines at you…?”-Joe, A1C reported as  normal.

Another concern expressed was a lack of specialist/primary care collaboration:

 “… the disappointing thing was that I was a gestational diabetic  prediabetic and my doctor was OBGYN and she didn't refer me back to my doctor to say ‘hey this may be a problem where she may be prediabetic’ so I never had any information between the two” and “nobody ever said - hey this is important….I felt like the boat was missed”-Cassandra after gestational diabetes, A1C 9.2.
 “I do believe that, um, there's a lot of discrimination against obese people and that would cover a lot of diabetics and that may be the reason why people don't get better outcomes.”- Dahlia A1C 6.1.

 “And his, his answer was like, man, he's like, do you eat a lot of sugar or what? And I was like, whoa, I don't guess I do. And he's like, he's like, you just need to knock it out.”- Frank A1C unknown.
“Oh, yeah. Yeah. I mean, she was always very good, um, about, you know, if I had any questions or, or, you know, I could, you know, she, she always took the time, um, you know, to talk to me.”- Emma A1C 6.6.

“ Yeah, I mean that my doc was straight forward with it and he's like “hey your, your a1c's high and your diabetic.” – Andrew A1C 6.5.

“She is the best doctor. I absolutely love her.”- Gemma A1C 5.9.

“…he's amazing. I always tell people, I said he's, you know, he got onto to me ‘cuz I needed to take him seriously  I love Dr. ******, you know, so he's really good.”- Helen A1C 10.3.

Disease Perception: influenced by family history, self-concept of diabetes, and input of family. What Does Diabetes look like?
Way of life 
“Uh, I was kind of, was expecting that it's just not something I thought about the whole time. Right. But, uh, I should have paid more attention to You know, knowing that I come from a family of diabetics, um, maybe if I would've caught it on earlier, um, it would've been better, you know, or, um, I mean, I don't know really if it would've made a difference.”- Joe. 
“Okay. Um, well, just for some like background information, um, my grandmother, my paternal grandmother, um, lived right next door and she was diabetic, and she had lost a leg, 

I, I, you know, I never knew her with two legs. You know, my, my parents married late in life and, um, and then proceeded to have us kids. Okay. So my grandmother was, I think about 88 when she passed away. And she ultimately ended up losing the other leg, but she didn't last long after that.”- Emma (grandmother, both parents, and husband had/have diabetes). 
Motivator for change
“…both of my parents were diabetic. Um, I have a sister who's diabetic, brother who's diabetic. My daughter is diabetic. Um, I had a great aunt who died from diabetes complications.” – Gemma.  This participants family history was a motivation for prevention through physical activity, following a balanced diet, and frequent monitoring through her PCP.
“You see, especially when my mother went through and I'm thinking, you know, and then of course, you know, you read and you read that it's, you know, hereditary. And for me it's a double because, you know, not only cuz my father was, you know, diabetic and you know, so my mother so I have it from both sides.” Helen. This participant lost 100 pounds while shewas a prediabetic because of her parents’ struggles with diabetes. She credits this prolonging her transition from prediabetic to diabetic.

 

Perception of diabetes was also influenced by a picture of what a diabetic “looks like” 

“other people I knew were always older large obese men and so that was what I always pictured in my head of what you… what if you were diabetic, you were this older large obese person.”-Andrew.

Family perception of diabetes

One participant, who also expressed intense fear regarding his diagnosis, was influenced by his wife’s reaction “…my wife is one of those that she was, she was like dooms doomsday. So she goes to worst case scenario all the time. She's like, ‘oh, you're gonna, you're gonna lose your toes. You're gonna, you know, this is gonna happen.’ Everything. I was like, oh mygod…she's never had that like, well, things could work out. She's always been like, ‘well this is gonna be the worst this happen.’ And you know, she started reading about these diabetics and feet cut on and all this stuff and she's like,’ let me see your feet. You know, like, do you have sores?’ Then my wife's like, ‘see, your diabetes is gonna start on your eyes now.’ ”- Frank.

Minimalization of Diabetes severity: minimalization by provider, or ambiguity of healthcare terminology
Lack of urgency

“You need to take care of this, this is something that you know if you don't take care of yourself nobody else will.”- Cassandra’s diagnosing provider. While Cassandra relayed that she felt he was trying to help she also said “It’s almost like type one is a disease and really needs to be taken care of, type two you just have to eat better and exercise and like it’s not a disease at all.” Advice given to her was “try to take this pill, eat better, and get some exercise”. She felt the burden of care was shifted completely onto her. .” She also reported that relaying the urgency of diagnosis was  important stating “I never had that, and it I think you need that because it's stresses the importance of taking your medicine every day- I didn’t take my medicine every day- if I forgot, I forgot. Oops so what, it doesn’t matter.”
“You have diabetes, take metformin.”- Frank retelling description of disease.

Medical treatment as temporary instead of lifelong management

“Hey I want to do this until we can try to get your A1C under control and get it to start to lower”- Andrew’s provider. Andrew felt he was told “take your pills and off you go.”
Ambiguity of terminology: borderline vs. full blown diabetes. 

“Well once I had a 6.3 and I thought that was really bad, but I,  I guess full-blown diabetes- I know they told me at one doctor's office that they don't do anything for you- no medicine or anything until you're at a 6.8 so I wondered you know- is that full blown diabetes, or that they don't get worried until then? I would think they'd want to talk to you and say You know you're going up all the time so why don't you cool it and maybe you could talk about a diet.”- Betty.

“Well, at that point I was very, very borderline. Like she didn’t have to diagnose me as a diabetic, but I was close enough that she could if we wanted her to. And so we both went Yep. Go for it. Because by doing that, I could then go get a meter and start tracking it.” – Emma.

Self-management
Dealing with more than one disease 

“well by that time I had migraines, and a fatty liver, (laughs) all kinds of things, so  I just thought one more disease you know one more thing to have to mess with…” and “So I've always had that you know it's like I can eat this this doesn't have much sugar in it but then you know it may have fat- so how do you- and that's a hard thing to get in your head and to monitor.” – Betty.

Helen reported struggling between managing psoriasis and diabetes. Even though this thought process indicates a need for additional patient education, she felt that the weight gain she had experienced with methotrexate use was detrimental to diabetes management. “So then I did my, you know, hysteria, on methotrexate, and you know, it's working for me for the psoriasis cuz oh my god, it was horrible. And uh, it's working. But the thing is, because of my diabetes and it's a steroid, so it's caused me to, you know, for my weight increase. And it's just, it's hard for me to lose weight.”

Feeling like one is not doing enough

“I, you know, it, it's still like, I know there's more I need to be doing”- Frank.

Knowing what to do but not doing it

“I try to be good, but yet I'm naughty. I have my sweet things that I have hidden around here and there that I, you know, hit once in a while”- Emma.

“You know, knowing that I come from a family of diabetics, um, maybe if I would've caught it on earlier, um, it would've been better, you know, or, um, I mean, I don't know really if it would've made a difference”- Joe.

“People are very stubborn. They're told to change their ways. They don't necessarily do it.,,,So sometimes I've been very good and sometimes I've been very, very bad kind of runs in a cycle.”-  Dahlia.

“I sat down with the dietician and she gave me all the stuff that the Army had been telling me for 20 years about trying to eat better so I kind of really just ignored it.”- Andrew after diagnosis of prediabetes.

“I think a lot of people do that- probably most of the people with diabetes, or if they start out real strict then they get so that they eat a lot more-especially sweets. And I've got to say that eating out with my daughter has been one of the experiences where I eat a lot of sweets and it's like you get used to eat sweets so you just keep doing it, and you crave it and anytime I get like well with my energy's low then I want something sweet.”- Betty.

False hope

 “my A1c didn't go up, it stayed the same it didn't change sohopefully keep doing what I'm doing and maybe the pills, maybe I’ll see a change in the next 6 months.”- Andrew.

Hesitancy to act

“she told me that I needed to take metformin and I didn't want to do it so I left without kind of doing anything about it. “- Betty.

Notoriety of Metformin
“…she had me take two 500 mg (metformin) and I got sick at my stomach every time I took them, so I told her I wanted to go down to one and I've been on one ever since.”- Betty.
“Well, that's why I looked at the medication, uh, because I didn't know whether this was good, bad or awful.”– Dahlia.
“So they sent me home with um, Metformin, a thousand milligrams or something, which almost killed me…”- Gemma.

“I think I, well I know my experience with Metformin was, I, I hate it. I mean, absolutely hate the Metformin. When, when she upped the dosage, the four pills, it like everything. It felt like it, like my skin was always dry. I felt like it just sucked everything out of me. And then I couldn't go anywhere without being scared about the bathroom. Like, it just, like, everything ran right through me. So I was scared to go anywhere without like, being somewhere close to me to a restroom.”- Frank.

Flurry of Diagnoses
The flurry of diagnoses was a thought-provoking theme that I did not anticipate, but it makes much sense. A concept of a snowball-type effect of ill health, or a perception of overall ill health, emerged around the time of T2DM diagnosis. For example, one patient associated her change from prediabetes to diabetes with a reported range of A1C from less than 6 to 17 after she received her third Covid immunization. She also experienced vision problems around the time that required surgery and was ill with influenza B (in a setting with a rash of influenza A). She thought it was odd that this happened right after her vaccination and connected these events. Another participant felt that she had not been sick a day in her life except for one episode of Bell's Palsy. However, once diagnosed with diabetes (reported A1C14 range at diagnosis), she reports getting strep, suffering a second Bells Palsy event, developing high blood pressure, and psoriasis. She did not understand why but knew her diabetes had negatively impacted her immune system. Yet another participant felt overwhelmed because he had been prescribed cholesterol and blood pressure medications and felt that everything was wrong at once.
“And I don't know, it's like a bunch, like everything, once they, I heard that word diabetic, like, you're a diabetic, it's like everything started going bad. Like, it's kind of like they turned on the switch and everything started going bad.”- Joe.


