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Let’s start with a case
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(Case is fiction)

Jennie….

• The spring/summer before her high school freshman year, 
Jennie was losing weight.  She was delighted, as she always 
hoped she would be as thin as her friend Mary.
• During early July, her mom noticed she looked thinner - Jennie 

said she was more active during the summer.
• Early August, Jennie felt increased fatigue and had to get up to 

use the bathroom 2-3 times per night.  She assumed it was 
related to drinking more on hot summer days.
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Late August

• 14 year CPX with her PC PNP
• 13 lb weight loss in last 6 months,  now underweight  
• Complaints: fatigue, nocturia, thirst
• PCP orders HbA1c (abnormal at 10.4%) and CMP (abnormal 

BG at 321)
• Diagnosed with T1D and referred to endocrinology

• Endocrine initial treatment
• Antibodies confirm dx
• Started on basal bolus regimen, and ordered CGM
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Jennie..  Post diagnosis of T1D
• Everyone complimented her on how independent she was, wanting to do 

all sensor insertions, finger sticks, insulin injections, and record keeping
• She started high school and seemed to be thriving; has a good group of 

friends  
• Was able to manage her high school life with diabetes, without any 

significant problems
• Returned to endocrinology three months after diagnosis and her A1c was 

at goal at 6.5%.  They celebrated at first, her mom reporting, “Jennie 
should get all the credit for this!  She does everything on her own for her 
diabetes.  We are so proud of her!”  

• But then she learned that she had gained back 8 lbs since her diagnosis;  
Jennie was frustrated, upset, and blamed the treatment of her diabetes

• She returns in 3 months (February), A1c remained at goal, but gained 
another 7 lb
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Jennie, 12 months later: February, sophomore year
Returns to diabetes PNP for routine quarterly visit.  
• A1c up to 9.5% - first time above goal
• Tells her school is going well, and has a new boyfriend
• Has lost 6 lb, and Jennie is pleased  

• Jennie tells her PNP that she has cut out almost 100% of all junk food 
and is more active now with cheerleading practice every day.

• Discussed rise in A1c.  BG have been elevated, mean sensor 
reading 206 mg/dL
• Jennie reports “my honeymoon must be ending, like you told 

me would happen.”
• PNP agrees, and increases her insulin doses
• Plan:  return in 6 weeks for a repeat A1c
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Next 4 months
• Does not attend the 6 week diabetes visit because of “being too 

busy at school with tests”
• Sick visit to her PCP in late May (~22 months post diagnosis of 

T1D) with CC:  polyuria and painful urination with vaginal 
discharge
• Weight  9  lb less than last visit with endocrinology
• Weight is back down to same measurement at T1D diagnosis
• U/A ++ bacteria, ++WBC and  +++glucose; urine sent for culture
• Dx with UTI and yeast infection and treated

• PCP asks about diabetes at end of visit: “I work with my 
diabetes NP. We had to increase my doses because my 
honeymoon ended. I need to reschedule my visit I missed. I 
will, don’t worry.”
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Two months later….   July before junior year
• Jennie wakes up in the morning,  with a severe abdominal pain, 

and tells mom she vomited once and can’t go to her babysitting 
job
• Mother recalls sick day rules, and asks Jennie what her glucose 

level is.  Jennie tells her that her sensor says 191 mg/dL. Her 
mother tells her to take 1.5 x correction dose as ordered.  She 
waits at the door for Jennie to do this
• Jennie gets her pen out and yells at her, “Mom I can do this, I do not 

need an audience, and already feel better.  I am sure this is food 
poisoning from the sushi I had with John last night!”

• Mother leaves for work, and tells her to call her if she feels any 
sicker, or needs anything 
• “Mom, enough, I am fine!”
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Later that evening in July

• Mother calls her an hour after getting to work to check in, and 
Jennie snapped at her that she was “fine”
• Her mother came home from work at 530p per usual and called 

for her daughter  
• She found her lifeless on the floor in her room  
• She called 911, and started CPR; she was never revived
• The cause of death was found to be severe DKA
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Finding answers
• The parents were able to look at her 

sensor data: she had not worn the 
sensor in over 6 weeks

• Her blood glucose meter had no data 
in the last 6 months

• Months later, Jennie’s parents were 
going through her room and found a 
stack of journals; they did not know 
that Jennie journaled 

• Parents amazed at how little they or 
any of her providers knew about the 
struggles of their beautiful daughter   
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The journals revealed:

• Infatuation with being thinner, starting before the diagnosis of T1D
• Devastation and self-hatred she felt after weight gain once her T1D 

was treated
• Her learning online that she could cut back her insulin to lose 

weight
• Started cutting back insulin doses November of her sophomore 

year, after learning she did not lose any weight at her diabetes visit
• Her excitement with how well it worked
• How pleased she was that she “figured out the system.”
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Her last month of 
journal entries 
revealed:

• How she hid the 
abdominal pain, nausea 
and fatigue; when it got 
real bad, she would take a 
larger dose of insulin  

• She kept increasing the 
amount she was omitting 
to lose more weight 

• She had not taken any 
insulin the  3 days before 
her death
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Objectives

• Describe the incidence and mortality of disordered eating 
behaviors (DEB) in adolescents with type 1 diabetes (T1D)
• Describe unique purging behaviors that adolescents with T1D 

might use.
• Identify signs and symptoms of disordered eating in 

adolescents with T1D
• Identify at least two ways to screen for disordered eating 

behaviors in adolescents with T1D both in primary and 
specialty care.
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What are disordered eating behaviors?

• Clinical eating disorders as specified by DSM-5 (anorexia 
nervosa, bulimia nervosa, etc.)

• Dieting and/or excessive exercise for weight control

• Binge eating

• Purging behaviors
• With T1D: insulin manipulation with the goal of weight loss
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Objectives

• Describe the incidence and mortality of disordered eating 
behaviors (DEB) in people with type 1 diabetes (T1D)
• Describe unique purging behaviors that people with T1D might 

use.
• Identify signs and symptoms of disordered eating in 

adolescents with T1D
• Identify at least two ways to screen for disordered eating 

behaviors in adolescents with T1D both in primary and 
specialty care.
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Incidence

• Adolescents with T1D are at significantly increased risk for 
disordered eating.
• Rates vary, but all report increased levels
• Large prospective study in Finland showed diagnosis of TID:

• Increased risk for developing disordered eating behaviors besides 
anorexia and bulimia by 112% in males

• Increased risk for developing anorexia by 71% in females
• Increased risk bulimia by 222% in females
• Increased risk of other disordered eating behaviors besides anorexia 

and bulimia by 153% in females
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Why is this more prevalent with T1D?

• Other mental health conditions more common such as anxiety 
and depression
• Mental health conditions including disordered eating can 

surface with chronically worry about low blood sugars, long 
term complications of diabetes, and the sense of feeling 
defeated when blood sugars are out of range
• Diabetes management

• Continuous focus on food/eating
• Dietary restraints necessary
• Must eat to treat hypoglycemia
• Insulin related weight gain
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Why not “take 
your 
medicine?”
Means to cope with:
• Diabetes distress
• Fears of hypoglycemia
• Anxiety of needles
• General psychological 

problems
• Learn it can help with 

weight loss

19

Short term consequences of disordered eating in T1D

• Poorer glycemic control
• Metabolic derangement
• Muscle wasting
• Increase rate of DKA 

episodes
• Loss of menstrual cycle
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Long term consequences of disordered eating in T1D

• Increased risk of 
retinopathy, neuropathy, 
and nephropathy
• Reduced immune system 

functioning
• Reproductive difficulties
• Osteoporosis
• Heart disease
• Liver disease 
• Death
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Mortality of disordered eating and T1D

• Even with controlling for baseline age, HbA1c level, and BMI 
self-reported insulin restriction increased the relative risk of 
death by 3.2 times in women

• The mean age of death was lower (45 vs 58)

• Mortality rate of those with type 1 diabetes and any eating 
disorder diagnosis is 17 times higher than those with type 1 
diabetes alone

22Goebel-Fabbriet al., 2008; Lilley, 2019

Objectives

• Describe the incidence and mortality of disordered eating 
behaviors (DEB) in adolescents with type 1 diabetes (T1D)
• Describe unique purging behaviors that adolescents with T1D 

might use.
• Identify signs and symptoms of disordered eating in 

adolescents with T1D
• Identify at least two ways to screen for disordered eating 

behaviors in adolescents with T1D both in primary and 
specialty care.
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Diabulimia
• When someone treated with 

insulin replacement deliberately 
restricts or omits insulin for 
weight loss

• Causes one to purge calories via 
glucosuria

• Also will break down proteins 
and fat as an alternative energy 
source

• Can be very effective for weight 
loss but also very dangerous

• Not official DSM-5 diagnosis
24
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Disguising 
diabulimia

• Red flags can be difficult for 
families to see – can come as a 
shock.

• Still draw up insulin but throw it 
out

• Disconnect a pump set so bolus 
doses drip out on floor

• Ask parents to order insulin on 
time

• Fabricate blood sugar readings
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A mother’s 
memoir

Objectives

• Describe the incidence and mortality of disordered eating 
behaviors (DEB) in adolescents with type 1 diabetes (T1D)
• Describe unique purging behaviors that adolescents with T1D 

might use.
• Identify signs and symptoms of disordered eating in 

adolescents with T1D
• Identify at least two ways to screen for disordered eating 

behaviors in adolescents with T1D both in primary and 
specialty care.
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Signs and symptoms:  Physical

• Excessive thirst, urination
• Fatigue/weakness
• Unexplained variations in 

glucose values
• Abdominal pain
• Nausea/vomiting
• Frequent DKA episodes

• DKA can be fatal

• Rapid weight loss
• Irregular heart rate
• Urinary tract infections
• Frequent yeast infections
• Blurred vision
• Dry/brittle skin or nails

28
Rittenhouse, 2021

25 26

27 28



Signs and symptoms:  Behavioral

• Praising those with thin 
bodies
• Expressing fear/anxiety 

about gaining weight
• Talking about the impact of 

insulin on weight
• Expressing negative body 

image or low self-esteem

• Refusing to allow anyone to 
observe taking insulin 
injections or insulin doses 
via pump
• Isolating oneself
• Increased symptoms of 

depression and anxiety
• Avoiding medical 

appointments
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Objectives

• Describe the incidence and mortality of disordered eating 
behaviors (DEB) in adolescents with type 1 diabetes (T1D)
• Describe unique purging behaviors that adolescents with T1D 

might use.
• Identify signs and symptoms of disordered eating in 

adolescents with T1D
• Identify at least two ways to screen for disordered eating 

behaviors in adolescents with T1D both in primary and 
specialty care.
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Who is more at 
risk for diabulimia?

• Having T1D
• Family history of any eating 

disorder
• Being female (AFAB)
• Diagnosed with anxiety
• Diagnosed with depression
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Who is more at risk?  More psychological factors

• Social pressures surrounding weight, shape, 
appearance
•Difficult regulating emotions
•Does not have effective coping skills
• Perfectionist
•Neurotic personality traits
•History of trauma and/or bullying
• Autonomy with insulin management

32
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How can you screen?

33

Ask the question
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How many units of 
insulin per day do you 
take?  Have you ever 

taken less insulin than is 
prescribed?  How come?

Some adolescents have tried 
skipping or reducing their 

insulin to lose weight.  Have you 
ever tried this?

Are you happy with your current 
weight?  Are you trying to lose 

weight?  What methods have you 
tried?

Diabetes Eating Problem Survey - Revised

• 16 item tool
• Questions about specific behaviors related to concerning 

eating behaviors and diabetes
• Includes a specific question about skipping insulin
• Higher scores indicate more disordered eating behaviors

• Score greater than 20 concerning
• Takes < 10 minutes to complete
• Excellent metrics
• ADA recommends screening for disordered eating using a tool 

like the DEPS-R beginning at age 10-12

35Markowitz et al., 2010; ADA, 2023

Treatment

• Earlier detection and treatment = better outcomes
• No current evidence-based specific treatment guidelines 

specifically for diabulimia
• Critical to determine why teen is omitting insulin
• Affected adolescents need treatment by a multi-disciplinary 

team:  caregivers need to have an understanding of both 
eating disorder pathology and treatment AND diabetes
• With treatment they are at risk for relapse because of the 

regaining of weight with insulin treatment and improved 
control  they no longer will be losing calories with excessive 
glycosuria

36Markowitz et al., 2010
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Let’s go back to that case.  
Could there be a different 
ending?  And could that begin 
in primary care?

© 2023 National Association of Pediatric Nurse Practitioners

Next 4 months
• Sick visit to her PCP in late May (~22 months post diagnosis of 

T1D) with CC:  polyuria and painful urination with vaginal 
discharge
• Weight  6  lb less than last visit with endocrinology
• Weight is 3 lb more than weight at T1D diagnosis
• U/A ++ bacteria, +WBC and  +++glucose.   Urine sent for culture
• Dx with UTI and yeast infection and treated

• PCP asks about diabetes at end of visit: “I work with my 
diabetes NP.   We had to increase my doses because my 
honeymoon ended.  I need to reschedule my visit I missed.  I 
will, don’t worry.”
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A different ending

• The PNP sees the weight loss, the infections, and notices she has 
not been following up with endocrinology; And she remembers 
that slide at the 23 NAPNAP conference with those ugly worms!  
Decides to probe further
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Jennie, how many 
units of insulin do you 

take a day now?

Oh, I don’t know. It 
changes every day 

based on what I eat.

Jennie, sometimes adolescents with diabetes 
will try to decrease their insulin doses so they 
lose calories in their urine, to help them with 
weight loss.  But they often wind up feeling 

very unwell.  Have you ever tried this?

A different ending
• And those questions by her PC PNP make all the difference
• Jennie breaks down and describes her desire to be thin, that 

she has felt too fat since before her diagnosis of diabetes, 
and that she finally has figured out a way to make it happen 
with insulin
• She is referred initially to the ER at the facility where she 

receives her diabetes care
• Her PNP works with her diabetes providers:  they get her in a 

program for eating disorders where her diabetes will be 
addressed too
• Jennie makes a full recovery
• The PNP played “catch up” the rest of the day, but was 

consoled by the fact that she really helped Jennie
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Ask the question…..

……..And save a life
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