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Disclosure to Participants
• Notice of Requirements For Successful Completion
o
o

Please refer to learning goals and objectives
Learners must attend the full activity and complete the evaluation in
order to claim continuing education credit/hours

• Conflict of Interest (COI) and Financial Relationship Disclosures:
o

No presenter has a conflict of interest or financial relationship to
disclose.

• Non-Endorsement of Products:
o

Accredited status does not imply endorsement by AADE, ANCC,
ACPE or CDR of any commercial products displayed in conjunction
with this educational activity

• Off-Label Use:
o

Participants will be notified by speakers to any product used for a
purpose other than for which it was approved by the Food and Drug
Administration.
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WHAT’S IN A NAME?
• Diabulimia is mostly used in the lay-community.
• ED-DMT1 and ED-DMT2 are used more in the
research and medical community.

• None of these indicate a formal eating disorder
diagnosis, but they create a common way to
speak about this phenomenon.

EATING DISORDERS &
TYPE 1 DIABETES
•

2.4 times the risk than women without diabetes.
Jones et al. (2000). British Medical Journal 320:1563-1566.

•

31% of 341 female Joslin patients (ages 13-60 years)
omitted insulin for weight loss.
Polonsky et al. (1994). Diabetes Care 17:1178-1185.

•

Strong relationship to microvascular complications of
diabetes. Rydall et al. (1997). New England Jrnl of Medicine. 336:1849-1854.

•

Insulin restriction conveyed a three-fold increased risk of
mortality during 11 yr follow-up.
Goebel-Fabbri et al. (2008). Diabetes Care 31:415-419.

•

AN 2.5%, T1D 6.5%, Combo 34.8% mortality over 10 yrs.
Nielsen et al. (2002). Diabetes Care
25:309-312

SOME THEORIZED CONNECTIONS
•
•

Puberty is a dx peak for both T1DM and eating disorders.
T1DM presents with initial weight loss. Once BG’s regulated, weight
is restored (sometimes gained beyond restoration).
o

•

T1DM tx involves attention to meal planning, portion size, exercise,
and weight (can mirror the eating disorder mindset)
o
o

•

What is learned? “Insulin makes me fat.”

Old messages: Good and bad foods. Concepts of restriction and
cheating.
New messages: Carbohydrate counting and portion control. All
foods can fit. Depends on how it’s taught and interpreted.

DCCT intensive group gained 10.5 lbs more than conventional
group.
Goebel-Fabbri et al. (2002). Treatments in Endocrinology, 1 (3): 155-162.

T1D RISK FACTORS FOR
EATING DISORDERS
T1D disrupts more than insulin production

•
•

Loss of natural hunger cues.

Booth DA. (2008) Appetite 51:433-441.

Absence of Amylin decreases satiety and increases
gastric emptying. Paspala I, et al. (2012) Cardiovasc Med J 6:147-155.
Janssen P, et al. (2011) Alimentary Pharmacology 33:880-894.

•

Lack of Leptin negatively impacts regulatory and
emotional control of appetite. Ahima RS. (2008) J Clinical Invest 118:2380-83.

•

Reduced dopamine turnover reduces reward or pleasure.
Kleinriddersa A, et al. (2015) Proceedings Natl Acad Science 112:3463-68.

•

Psychological factors associated with eating disorders can
be exacerbated by T1D. Fassino S, et al. Int J Eat Disorders (2002) 32:412-425.

Eating Disorder Core Issues + Type 1 Diabetes
What it’s like…

With type 1 diabetes…

Diet Mentality

Cutting out food groups, restrict/binge
cycle

Eating at certain times leads to loss of hunger and
fullness cues, creating risk for eating disorder

Perfectionism

Drive for success, avoiding feelings,

Message that life is dependent on being the
“perfect diabetic,” lack of acknowledgement of
and support for emotional side of diabetes

Trauma

Creates need for control and difficulties Trauma of diagnosis and of medical emergencies,
with trust
feeling as though ”my body betrayed me.”

Body Image
Issues

Thin as ideal, media, societal pressure,
not seeing body the way that others
see it

Comments from friends, family, and media about
weight and diabetes, Rapid weight loss and weight
gain around onset and diagnosis, scar tissue, etc.

Life Transitions

Fear of growing up, fear of the
unknown

Impact of puberty on blood sugars, switching from
pediatric to adult care

Anxiety and
Depression

Excessive worry, difficulty controlling the Death anxiety, anxiety of asking for help, of being
worry
alone, diabetes burnout, rebellion

LISTEN TO YOUR PATIENTS

MY STORY

SIGNS AND SYMPTOMS

DISORDERED EATING SPECTRUM

CLUES IT COULD BE AN
EATING DISORDER
In addition to typical symptoms of prolonged high blood glucose

•
•
•
•
•
•

A1c doesn’t match bg log
Wide swings in bg or roller coaster bg
Missed appointments; forgetting meter
Vague answers or secrecy about diabetes management
Infrequent prescription refills
Persistent requests for medication
o

•
•
•
•

appetite suppressant, insulin resistance (esp SGLT-2), thyroid

High sugar consumption; sneaking food
Fear of insulin
Fear of hypoglycemia
Anger and/or Depression about diabetes

ANOREXIA NERVOSA AND T1D
•

Calorie restriction leading to body weight less than minimally
normal.

•

Intense fear of gaining weight, despite the fact they are
underweight.

•

Disturbance in perception of body weight/shape, or undue
influence of weight and shape on one’s self-esteem.

• Co-morbid w. T1DM, “perfect” BG values and A1c “mask”
ED until BMI dangerously low. Insulin underdosing in AN
(Binge/Purge type) not mentioned in DSM-5.
Diagnostic and Statistical Manual of Mental Disorders – 5th Ed. (2013).
American Psychiatric Publishing.

BULIMIA NERVOSA AND T1D
•

Recurrent episodes of binge eating:
Larger amount of food than peers would eat under
similar circumstances.
o Sense of loss of control over eating.
o

•

Recurrent purging to prevent weight gain:
Self-induced vomiting.
o Misuse of laxatives, diuretics, enemas, or other
medications. LIKE INSULIN
o Fasting, Excessive exercise.
o

•
•

Both behaviors occur once weekly for 3 months.
Self-evaluation unduly influenced by shape and weight.
Diagnostic and Statistical Manual of Mental Disorders – 5th Ed. (2013).
American Psychiatric Publishing.

OTHER SPECIFIED
FEEDING OR EATING DISORDER (OSFED)

• All criteria for Anorexia are met except significant
weight loss.

• All criteria for Bulimia are met except that bingeing
and purging occurs less than once weekly.

• All criteria for Binge Eating Disorder are met except
bingeing occurs less than once weekly.

• Recurrent insulin restriction (not always with
bingeing) also not mentioned in DSM-5.

INSULIN RESTRICTION
Why is it a purge symptom?
•

Without insulin or with too little insulin, body can’t absorb
glucose from blood, can’t use or store calories.

•

As blood glucose increases, body attempts to regulate
glucose by urinating out as much as it can.

•

Cells are starving, break down fat and muscle for energy.

•

Acidic ketone bodies form in blood, pH balance changes.

•

Diabetic ketoacidosis (DKA) is a medical crisis, requiring
ICU treatment and can be fatal.
Peters & Laffel (Eds.), 2013. Type 1 Diabetes Sourcebook. American
Diabetes Assoc/JDRF

BINGE EATING DISORDER
• Recurrent and persistent episodes of binge eating:
o
o
o
o

Eating large amounts very rapidly until uncomfortably full
Hoards food; often eats in secret
Feeling out of control while eating
Marked distress and guilt about binges
Diagnostic and Statistics Manual of Mental Disorders – 5th Ed (2013)

• Of 678 adolescents with T2D:
o
o
o

6% met criteria for Binge Eating Disorder
20% met criteria for subclinical BED or OSFED
24% exhibited compulsive overeating
Wilfley D, et al. (2011). Diabetes Care. 34:858-860.

• People with T2D and ED showed more pronounced
psychopathology than those with T1D and ED.
Herpertz S, et al. (2000). Psychother Psychosom Med Psychol. 50:161-168

TALK TO YOUR PATIENTS

BUILDING TRUST AND RAPPORT

•
•

Authenticity
Transparency
o

•

Boundaries
o

•
•

Be upfront about what will and will not be
shared with parents and under what
circumstances
Letting go of belief we can “fix it.”

Nonjudgment
Open-ended questions whenever
possible

LANGUAGE and
THE DIABETES COMMUNITY
“Words are our most inexhaustible source of magic. Capable
of both inflicting injury and remedying it.” –Albus Dumbledore

•

The most common emotions when describing a visit to a diabetes
professional is judgment, shame, blame and guilt.

•

I am not non-compliant; there is always a reason.
o
o

Few people are unmotivated to live a long and healthy life.
People with T1D are twice as likely to have depression and/or anxiety.
Anderson RJ, et al. (2001) Diabetes Care 24:1069-1078

o

There is a strong relationship between ED, OCP/OCD and Diabetes.
Anderluh MG, et al. (2003) Am J Psych 160:242-247; Basco, MR. (1998) Diabetes Spectrum 11:43-48

•

Ditch your labels, for the health of your patients.
o

People who heard negative words had a physical stress response
leading to the release of corticosteroids, high blood sugars, and
diminished protection from the immune system.
Smith LC, et al. (2005) Diabetes Spectrum 18:121-127

LANGUAGE and
THE DIABETES COMMUNITY
In 2011 Diabetes Australia published position statement on “A New
Language for Diabetes.”
In 2017 AADE published “The Use of Language in Diabetes Care and
Education” after a joint task force on language with ADA.

Use Language that…

• Is person centered (Person with Diabetes vs. diabetic.)
• Is free from stigma (Above/At your healthy weight vs. Obese/normal.)
• Is neutral and based on facts, actions, or physiology/biology
(Glycemic Target/Goal vs. good/poor control.)

• Is strengths-based, respectful, inclusive and imparts hope
(You’ve been doing a great job at getting your blood sugars down in
the morning vs. Why are they still high at night?)

• Fosters collaboration between patients and providers
(What goals would you like to make for your next appointment vs.
Compliant/Non-Compliant.)

KNOWING THE PATIENT’S
DIABETES STORY

• Diagnosis
o

Life before, Life after, Feelings, Fears

• Family Support
o

Support, Involvement, Feelings

• Treatment Transitions
o
o

Past, Current
What works, What doesn’t

• Complications
o

How do they impact your life?

• How do you feel about having diabetes now?

RELATIONSHIP WITH
INSULIN, WEIGHT AND FOOD
“I ask everyone these questions, regardless of their weight or
shape. These are routine.”

• What are your biggest challenges with diabetes? What are
you most proud of?
• What do you believe about what insulin does to your body?
• What are your fears around low bg? How do you avoid low bg?
• How do you feel about your body?
• How often do you exercise? How do you feel when you don’t
exercise?
• What foods do you enjoy? Describe any foods you don’t allow.
Be careful not to give ideas or insinuate a patient should engage
in disordered eating!

CHALLENGING
COMMON MYTHS
•

Insulin does not make you fat.
o

•

You do not have to be thin to have an eating disorder.
o

•

Eat when you’re hungry; stop as you get full.
Eat food that makes you feel good – physically & mentally.
This includes factoring in blood sugars during meals.

Health at Every Size
o

•

ED does not discriminate based on size, age, race or gender.

Intuitive eating is not at odds with a diabetes meal plan?
o
o
o

•

Insulin helps convert excess glucose to be used later.

Honors body diversity and promotes health.

Diabulimia/ED-DMT1 is real.
o

Regardless of the name used, people with T1D have been
omitting insulin for weight control as far back as the 50’s.

o

First mentioned in academic studies 1982
Roland JM. BMJ Postgrad. 58:354-356.

SCREEN YOUR PATIENTS

SOMETHING IS WRONG…
Eating Disorder
vs
Burn Out
vs
Diabetes Distress
vs
Depression
vs
Emotional numbing
vs ….
Remember
• Non food/weight/body triggers can morph into an eating disorder
• What triggers an eating disorder may not be what sustains it.
It’s not your job to diagnose; Screening can help
• Determine where or to whom to refer
• Establish a baseline and Assess progress

DETERMINING THE INFLUENCE
OF T1D ON SCREENING
•

Non-T1D-specific tools may over-estimate disordered
eating in T1D due to standard treatment strategies.
o

•

T1D influences most questions – weight, body, dietary.
o
o

•

Ex: 50% of EDE & 6.6% of EDI-3 items could be influenced by
T1D.

Ex: How much would it upset you if you had to weigh
yourself only once a week for the next 4 weeks?
Ex: Attention to the abdomen could be body dissatisfaction
or from being a common injection site.

To address this, some widely used tools have inserted
T1D-related questions (EDE, EDE-Q & YEDE-Q, EDI-3).
Powers et al. (2015). Eating Disorders: The Journal of Treatment and Prevention
D’Emden et al. (2012. Acta Paediatrica 101:973-978.

ABCD
•
•

2017 NICE guidelines for UK.

•

Modified for T1D by adding medication to question 3.

2+ items indicate further eating disorder screening is
recommended.
1. Does eating cause Anxiety?
2. Are you unhappy with your Body?
3. Do you try to Control your weight by restricting food,

purging, over-exercising or sometimes omitting your
medication?
4. Do you feel your life is currently Dictated by thoughts of
food or body image?
Mandy Scott. Nursing in Practice (web). Jan 19, 2018.

MSCOFF
• Widely used general ED screen world-wide.
• Only 5 questions: realistic for a busy clinical practice.
• 2+ items are a positive screen.
• Modified for T1D by replacing final question.
1.
2.
3.
4.

Do you make yourself Sick because you feel uncomfortably full?
Do you worry you have lost Control over how much you eat?
Have you recently lost > 14 lbs (One stone) in a 3 month period?
Do you believe yourself to be Fat when others say you are too
thin?
5. Would you say that Food dominates your life?
REPLACED with
Do you ever take less insulin than you should?
Zuijdwijk et al. (2014). Diabetes Care 37:e26-e27.

SCREEN FOR EARLY EATING
DISORDER SIGNS (SEEDS)

• Concerned that some T1D screening tools could
inadvertently teaching the symptom of insulin
restriction.

• 20 items, 7 point Likert, no questions about T1D.
• Three subscales: Body image, Feelings, Quality of
life

• Generates risk scores: Low, Moderate, High
Powers et al. (2015). Eating Disorders: The Journal of
Treatment and Prevention

DIABETES EATING PROBLEM SURVEY –
REVISED (DEPS-R)

• Assesses for general eating disorder behaviors
and T1D specific ones
o

including insulin restriction- but not the full range of
symptoms.

• Widely used in research by teams around the
world.

• 16 items, 6 point Likert scale.
• Clinical concern >/= 20.
• Takes < 10 minutes to complete.
Markowitz et al. (2010). Diabetes Care 33:495-500.

TREATMENT

WHAT IS KNOWN
ABOUT TREATMENT?
•

Consensus guideline papers:
1) Screening
2) Inpatient treatment
3) Outpatient treatment
4) Role of diabetes educator
Diabetes Spectrum, 22(3), 2009.

•

4 treatment outcome studies - used CBT, were small (N<40),
not all had comparison groups, only 1 with FU, 2 outpt, 1
residential, 1 inpt (mean 4 mos).
Takii et al. (2003). Journal of Psychosomatic Research, 55:349-356.
Custal et al. (2014). BMC Psychiatry, 14:140.
Dickens et al. (2015). Eating Disorders, 23(2):134-143.
Colton et al. (2015). European Eating Disorders Review, 23:312-317.

•

Lower than expected recovery rates, increased risk of treatment
dropout, lower motivation, higher rates of relapse.

LEVELS OF CARE
IN TREATMENT
People with type 1 diabetes usually need more intense treatment
than other people with eating disorders with the same symptoms.

•

Inpatient Treatment
o
o

•

Residential Treatment
o
o

•

Interrupting eating disorder behavior
Team assumes diabetes care and slowly moves
responsibility back to client

Partial Hospitalization Programming
o

•

When person is in DKA
For medical stabilization

Must be willing to at least take minimum amount of insulin to
stay out of DKA

Intensive Outpatient Programming

TREATMENT STRATEGIES
FOR DIABETES & EATING DISORDER

• Treatment requires a multi-disciplinary team.
o

Weekly therapy if outpatient, or begin with
specialty inpatient treatment.

o

MD prescribing psychopharm as needed.

o

Monthly medical, nurse educator, nutrition appts.

o

Regular lab and weight checks.

o

Close communication between team members.

TREATMENT TIPS
FOR THE WHOLE TEAM

• Use a non-judging, open-minded approach. Fear
tactics and perfectionism will not work.

• First focus on safety
o
o
o

Emphasize seriousness of DKA – can be fatal.
Teach signs of DKA to all team members – to help pts
know when to go to ER.
Discuss risk of long-term complications, but this is less
critical as patients typically know this information.

• Follow the patient’s lead to establish realistic goals
together and celebrate successes.

TIPS FOR DIABETES SPECIALISTS
•

Help patients anticipate, understand, and cope with
edema.

•

Recognize and treat new or worsening complications –
these happen regardless of age.

•

Explain concept of “false alarm lows.”

•

Develop a flexible meal plan where possible – may be
at odds with ED meal planning.

•

Collaborate with mental health colleague (should be an
ED expert) – may need to teach about T1D.

INCREMENTAL CHANGES
FOR SAFETY
•

Insulin edema and “false alarm lows” can be decreased w.
gradual lowering of A1c. Low dose, limited duration of
diuretic may also help.

•

Gradual lowering of A1c also decreases risk of new or
worsening of retinopathy and neuropathy (Treatmentinduced complications).
o

Ex: 14% to 12% A1c, 400 BG’s to 200 BG’s in 1st 1-2
months).
Gibbons & Goebel-Fabbri. (2017). Current Diabetes Reports, 17:48.

•

Gradual decrease in A1c builds trust, decreases risk of tx
drop-out, models realistic/non-perfectionistic goal.

RECOVERY IS...
•

Consistently taking appropriate insulin doses and
checking blood sugar.

•
•
•
•
•

Going to care provider appointments.

•

Being open and vulnerable with support system.

Eating with balance, variety, moderation, and flexibility.
Joyful movement.
Refraining from dieting, bingeing and purging.
Not acting on eating disorder thoughts, feelings, or
urges.

YOUR PATIENT’S PERSPECTIVE

INJECTING HOPE

There are people that have gone through this and
come out on the other side, and they're not
amazing people. They're not shiny, happy people.
They're just regular people who never felt like they
could do it but did.
Caroline
Goebel-Fabbri (2017). Prevention and Recovery from
Eating Disorders in Type 1 Diabetes: Injecting Hope.

WHAT YOUR PATIENTS
WANT YOU TO KNOW
•

Know that diabetes can be a weapon and insulin omission a
tool used by ED.

•

Diabetes management is an imperfect science; I can do the
same thing three days in a row and get three different results.

•

Acknowledge my challenges; you can’t treat me with the same
principles you use for someone without disordered eating.

•
•
•
•

Scare tactics won’t work; I’ve heard them for years.
I can function at bg levels that others would be hospitalized for.
Don’t assume I need more insulin if my A1c is high; talk to me.
Trying to treat the diabetes without treating the eating disorder
is like putting a band aid on a bullet wound.

YOUR CASES

QUESTIONS

ADDENDUM:
Questions about someone’s diabetes story
•
•
•
•
•
•
•

What was life like before diagnosis? How did it change?

•
•

How do you feel about having diabetes now?

What were the circumstances surrounding your diagnosis?
How were you told about the difficult aspects of diabetes?
Did you feel supported by your family? By your diabetes team?
Did you experience your loved ones as helpful, overbearing, neglectful?
What were your family’s or friends’ attitudes toward diabetes?
What do you like about your current treatment regimen? What don’t you
like?

Do you have complications? If so,
• What was it like to be diagnosed with complications?
• How do they effect your daily life?

ADDENDUM:
Questions about insulin and diabetes mgmt
•
•
•
•
•

How do you feel about insulin?

•

Why do you think that happens?
o People have many different reasons: burnout, fear of hypos, family
conflict/rebellion, poor insurance coverage/financial issues, etc.

•

How comfortable are you dealing with your diabetes in front of other
people?

•
•

What are your fears around lows? How do you avoid lows?

Is it hard to give your insulin or test your BG sometimes? When? Why?
When you’re eating, how do you figure out your insulin dose?
Do you ever miss insulin doses?
Do you ever take less insulin than your usual dosage, suspend your pump
or delay putting on a new set?

What are your biggest challenges?

ADDENDUM:
Questions about Food and Eating

• Describe a typical day and/or 24 hour recall
• What have been your dietary recommendations, and how have those
changed through time?

• Do you have any food rules? What are they? What happens if you
break a rule?

• Describe any food or food groups that you won’t eat?
• Do you ever feel out of control when you eat (outside of a low bg)?
• Do you ever eat certain foods specifically to bulk up or slim down?
• Describe what hunger feels like? What does being full feel like?
• How much time do you spend thinking about food?

ADDENDUM:
Questions about weight, body and exercise

• Have you ever been overweight? (83% sensitive screen)
• How do you feel about your body? How much of the day do you
think about weight, body shape or size?

• Do you ever avoid doing things because of how you feel about the
way you look?

• Do you want to lose weight or be more lean? What have you done
to try?

• What have your parents/friends/teachers/coaches/doctors said
about your weight?

• Describe your relationship with exercise.
• Do you ever take less insulin because you want to change your
body size in any way?

