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Children’s Literature and Diabetes

Dana Andriana Caracciolo

Abstract:
My studies consider the genre of children’s litere, specifically picture books, and their

treatment of the topic of diabetes. | frame myuangnt with an examination of diabetes, the
psychological effects of diabetes on the child,nibed of thorough education about diabetes. |
argue for the use of the picture book as an effe¢bol in educating and socializing the diabetic
child. I first explore the implications of diabstand the long term complications caused by
one’s poor control of the disease. | then explbespsychological ramifications of a chronic
illness on the young child. Next | assert the neecbmbine the physiological and

psychological factors of diabetes into a respoediéxt for children, one which both serves as an
educating tool and a source of comfort in diffididtes with the disease. | conclude my studies
with critiques of existing materials in the limitgenre of children’s book written specifically for

the child and compare them to the story | havetemitor children about diabetes.
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Chapter 1

Introduction

| have been a type 1 diabetic for a little overy2ars. | was diagnosed at the tender age
of three and at the time type 1 diabetes was eddo as “juvenile onset diabetes.” | have spent
most of my life hating my disease; wishing it wasgone else’s problem, not mine. | have
longed to taste a little of the normalcy other dfeh enjoyed and sometimes flaunted in jest of
me. | craved their seemingly delicious lifestyliel of candy bars at lunch and cookies after
school. | have never known the childhood excitenagwl joy sparked by the sound of the ice
cream truck coming around the corner. Birthdayesakithout frosting held no appeal for me.
The only treats | ever received were the ones ¢éab&ugar free.” Even three year olds know
“sugar” and “free” do not go well together. Thé&eite were the twice daily injections of insulin
and the finger pricks multiple times a day to tagtblood. My mother called me her “little pin
cushion.” Meals were never spontaneous eventd)dulito be strictly regimented—six times a
day at precise times. As | grew and changed dweyears, so did the understanding and
treatment of diabetes. Two shots a day turned@rcshots a day, in an attempt to more
accurately resemble a functioning pancreas. Té&i “exchange system” was replaced with
“carbohydrate counting.” My insulin dose is depemidupon the number of carbohydrates | eat
at a meal; dining out and Thanksgiving feasts aalg impossible and cause more of a
headache than enjoyment.

Until a few years ago, every aspect of my life wader the regulation of someone else.
Growing up | was always told what to eat, whendt ehat | could do, and mostly, what | could
not do. Normal human emotions, such as anger ahaess, and physiological sensations, like
fatigue and headaches, can mimic the symptomgifieetic insulin reaction. Whenever |
expressed a legitimate feeling, my family assunh@dhs a symptom of hypoglycemia and sped
into action. If | became angry, my mother’s auttimeesponse was, “Is your blood sugar low?”
It was as if being diabetic meant | was not fullyran. | could not take naps because my

mother would think | was “low.” | could not go stumber parties because “they would not



know what to do in an emergency.” As | entered passed through the different phases of
childhood and adolescence, | continually discoverg aspects of life that were hindered or
made impossible because of my diabetes. Daysataisement park or beach had the long,
dark shadow of diabetes over them. Where nornilgren were deciding which rides to go on,

| was asking myself the same annoying questiond: lixve enough snacks in case my blood
sugar drops? Will this long line make me latelmrch? What if | start to feel a low blood sugar
reaction while on the ride? Will | be able to lyimy insulin into the park? What if | lose it or it
breaks while | am here? Do | have backup insuin@ so on.

As a diabetic child, | had to grow up fast, matatra faster rate than my peers, and take
on responsibilities other children did not evendnttvcontemplate. While | cherish all my
childhood memories, | realize that many of themen@emished by the seriousness of my
circumstance of being a chronically ill child. Ageminisce, however, the beautiful truth that
emerges is how much | really gained from beingvanile diabetic. | learned at an early age
that | could view growing up with diabetes as a]daut instead | chose to see my highly
developed sense of responsibility and prioritiesteengths. Being different has helped me
appreciate my own and everyone else’s uniquengss young child living with the diagnosis
of diabetes, | could not understand that the appangistice | had been dealt was actually a
blessing in disguise. In fact, over the years sgake has undergone a virtual metamorphosis,
changing from a burden in my life to a constansdesabout life. It first happened at an idyllic,
remote place known as Camp Glyndon, a summer canghiildren and families with diabetes.
| was fortunate enough to have had the opportuaigttend such a program, a program that
offered me a chance to meet other children likeanaform life long bonds.

At Camp Glyndon, | discovered that | was not aloney struggles with this disease
after all. Here was a place where hundreds oflcdmil gathered, all of whom were just like me.
We all laughed the same, cried the same, and cegadday with the same illness. What set us
apart from the norm in the outside world did notsdchere. | was only 4 when | first started

attending diabetes camp, but | grasped that impbcancept.



Life can pass out lemons, and each of us has ideladether to wallow in the bitterness
of a situation or discover the dissembled sweetabsest it. That summer | met and began to
fall in love with the greatest companions of melifOur common diagnosis brought us together,
but our friendships have kept us together. | hways found great consolation in the many
friendships made at that beautiful place, whichtiooe to sustain me during my bad “diabetes
days” as we refer to them.

After thirteen years as a camper | began to woBaahp Glyndon as a counselor, and
now after 21 years of attendance | am the curresgr@m Director for Camp Glyndon. |
continue the beneficial work of the camp, helping tonfused young children learn and
understand the same lesson | had learned so many go. | do this because | understand the
importance of having a place like this, which odfeomfort and a little sense of normalcy to
children who are living anything but normal lives.

As a child | had a very fond, very deep love of kmoMy mother helped instill the value
of books in me at a young age by reading to usyevight. It never mattered what she was
reading; | just loved to curl up in her bed antelsto her read, and when | was able, to read to
her. My mother would take us on weekly trips te library and would allow us to rent ten
books each. | often found myself choosing the showks every time. | spent all my allowance
on books, often purchasing the books | had repgatedted from the library. | would read all
night under my covers, or hiding in a dark roonpatked books for every vacation. | would
read entire series in a week’s time and | ofteeaérthe books | had purchased, until their covers
were falling apart in my hands.

It is hard to name exactly what it was | loved altbose books. | was not picky but |
had my favorites. From picture books to novelfesn elementary favorites to giant literary
classics, | loved them all. The heroes, the ldvges, the adrenaline-inducing adventures, they
all had an impact on me, one | still feel today whdip through an old favorite. While my love
of books is not directly related to my diagnosishwdiabetes, there is a connection--or rather, a
disconnection. As children we all had our favodtaracters and stories. We went to them time
and time again when we needed to escape the rela. Ww&'e created scenes for them in our
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imaginations. We related to them, understood theerd,learned from them. Considering all of
this, it pains me greatly that as a diabetic chidd no diabetic character in my early reading
years of whom | could relate to and learn from.

The idea for this project first came to me last est@r when | was enrolled in Nikki
Giovanni’'sWriting for Young Audienceurse. In that class we spent a great deaiaf ti
talking about what kind of writing for childreniisally the most beneficial to their emotional and
mental development. We read many children’s p&chaoks in class dealing with difficult
topics such as death, racism, and abuse. Weesdslostories about love and life, presented to the
children in non-traditional ways. Our main assigminfor the class was to write a story for
children. Thus | decided | was going to write abwhat | knew best--living with diabetes.
Before undertaking this assignment | thought it lddae a good idea to go to the libraries and
see what sorts of books were already out therehitaren living with diabetes (or a chronic
disease). | was appalled to find there were litera children’s books about life with diabetes
in the New River Valley and a rather poor selecttoncerning other chronic diseases. | realized
at that time that this was an untapped realm ilddm’s literature. As someone who has been
diabetic for almost 21 years, and who knows fiestdhthe difficult realities related to having
such a disease, | can without doubt assert the foedidese types of books for children. That is
exactly what this project proposes to accomplish.

The powerful effect of a book on a child’s sociatinn and mental development
becomes particularly relevant when we considethallharsh realities our children are faced with
in the world today such as war, poverty, death,disease. It is necessary to explain these
difficult concepts to our children in a responsiblanner that is respectful of their fragile and
innocent nature. For the purposes of this projaeotend to explore children’s literature and its
treatment of the child living with a chronic illresspecifically diabetes. When we consider the
learning potential provided by picture books ih&ad to understand why there is such a gross
lack of sufficient materials in this genre, focuskgbctly on diabetes and targeted exclusively at
the children living with this disease. The exptma, critique of, and hopeful expansion of this
genre is important and necessary because dialfegetsdahe chronically ill child emotionally,

-4 -



psychologically, and socially as much as it doegspally. Picture books are an excellent
educational tool for children, which offer a plamferecognition and sense of “not being alone” in
their plight. Furthermore, these books can be tsgaovide the chronically ill child with an
education about and understanding of their diseelsieh can be seen as the only real way to
overcome it and cope reasonably with the long tefifiects of the disease on the child’s body
and mind.

In order to argue successfully for the expansiothisfspecialized genre of children’s
literature it is important to address and answees# crucial questions. Throughout the
beginning stages of the research for this projelctdovered that there was very little offered in
the area of children’s literature about diabetes@most nothing offered or directed specifically
to the child. Why isn't it there already? How ettaclo you talk to children about the difficult
topic of diabetes? How do you explain to themregponsibility now required of them at such a
young age? How do you explain to them, in a nagifening or threatening manner, what will
happen if they do not care for themselves the Wway heed to? Additionally it is necessary to
examine closely the few children’s books about eéiab which are available, focusing on their
strengths and weaknesses, how they do and do mktasa@ducational and responsible
materials. How can we improve this genre to mieetvery special needs of these very special
children? The psychology of children with diabedesl of the “sick child” is a reality we as a
society cannot afford to ignore and this is an irtgott, necessary, and untapped realm of

children’s literature.



Chapter 2
Diabetes Overview

Diabetes:

In order to fully appreciate the need for bookewt diabetes directed specifically to
children it is necessary to understand the impboatof diabetes for our society as a whole and
particularly for the children living with this diase. Diabetes is a group of diseases marked by
high levels of blood glucose resulting from defantgisulin production (either the body stops
producing insulin completely or it develops a resise to the insulin it is producing). Diabetes
is a chronic disease, meaning there is no cures diagnosed, you will have diabetes for the rest
of your life. There are two main types of diabet=ognized by the American Diabetes
Association, type 1 and type 2.

Type 1 diabetes was previously referred to as imgidpendent diabetes mellitus
(IDDM) or juvenile-onset diabetes. Type 1 diabateselops when the body’s immune system
destroys its own pancreatic beta cells, the onllg aethe body that produce the hormone
insulin, which regulates blood glucose levels.older to survive, individuals with type 1
diabetes must have insulin delivered either byciipa or through a pump. This form of
diabetes usually strikes children and young adbltgjever, recently it has been found that onset
of the disease can occur at any age. Type 1 dislaecounts for 5% to 10% of all diagnosed
cases of diabetes. There are many risk factoryjper 1 diabetes, including autoimmune,
genetic, or environmental; yet, there is still mmWwn way to prevent type 1 diabetes. The
people who are most at risk of developing typeabeies are the children and siblings of
individuals with type 1 diabetes. (American Dialsefessociation)

Type 2 diabetes was previously known as non-insidipendent diabetes mellitus
(NIDDM) or adult-onset diabetes. Type 2 diabetssoants for about 90% to 95% of all
diagnosed cases of diabetes. It usually begiissasin resistance, a disorder in which the cells
do not use insulin properly. As the need for imstikes, the pancreas gradually loses its ability

to produce it. Type 2 diabetes is associated aldbr age, obesity, family history of diabetes,
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impaired glucose metabolism, lack of physical astjand with certain racial and ethnic groups.
Recently, a new term has been coined to identdyiduals at risk for developing type 2
diabetes, known as “pre-diabetes.” Pre-diabetaandition defined by a heightened risk of
developing type 2 diabetes, heart disease, anklesti®eople with pre-diabetes have blood
glucose levels higher than normal but not high ghao be classified as diabetes. (American
Diabetes association)

The International Diabetes Foundation proposesmimaie than 200 million people
worldwide are living with diabetes; 440,000 of whame children under the age of 16. In
addition, the IDF estimates that over 70,000 ckitddevelop diabetes each year. (International
Diabetes Foundation) According to the statistitzth collected and provided by the American
Diabetes Association (ADA), there are 20.8 millnldren and adults living with diabetes in
the United States. It is estimated that one imye®80 to 600 American children and adolescents
has type 1 diabetes. While it is rare, type 2 eli@d can occur in youth, and due to the trend of
increasing obesity, the clinically-based reportd segional studies suggest that type 2 diabetes is
being diagnosed more frequently in American chitdied adolescents. Currently there are 54
million Americans with pre-diabetes and 6.2 millipeople who are diabetic and have not been

diagnosed.

According to the ADA someone is diagnosed with dtisonic disease every 21 seconds.
This is a particularly frightening reality of oun@ety when one considers that diabetes is the
fifth-deadliest disease in the United States, w&itleath rate that has increased by 45 percent
since 1987, while death rates due to heart disste¥e, and cancer have declined in the last
two decades. (American Diabetes Association) ege when one acknowledges just how
many children nationally (and internationally) &xeng with this disease, it becomes even
harder to understand why there are not more méesigecifically educational and
informational picture books, directed to their Spkghysical, psychological, and emotional

needs.



Diabetes Daily Rigors:

Upon diagnosis the immediate challenge the nevalgatic child faces is the realization
that life as they once knew it will never be thensa There is no more sleeping late on the
weekends; no more pigging out while watching a rmovihey cannot make spontaneous
excursions or take unplanned vacations. From thment they are diagnosed with diabetes they
must account for every aspect of their now higelyimented lives. The hardest reality is that
they must now strictly adhere to daily routines.

A day in the life of a diabetic is almost entirelgnsumed with the management of their
disease. Those on insulin injections must wakatupe same time every day, to test their
glucose levels and calculate their first insulisel@according to what they are having for
breakfast and based on their activity level thraughthe day. They must again check their
glucose levels before snacks and lunch, and takdiminjections as needed. They are required
to eat three meals a day, and three snacks, angdala tightly locked schedule. In the evening
they must check their glucose levels again beforeett, and calculate their evening insulin
doses based on the activity of the day and anyictf the night. There is no room for
spontaneity or lapses in time. If they forget aah@ snack, they run the risk of a low blood
sugar reaction. If they overeat or neglect agtjuthiey run the risk of a high blood sugar
reaction. If their blood sugar levels are outarige, they must closely examine their blood
glucose readings and daily events, to figure odtaatount for the fluctuation. If their blood
sugar is high, they must urinate on an acetong &trcheck for ketones. If ketones are present
they must now take another injection, drink lotsvater, and deal with the fact that they will be
inconvenienced with frequent trips to the restraihday long.

Every meal has to be carefully calculated. Imsdbsages are based on the number of
carbohydrates the diabetic eats. This requires tioebe consciously aware of what types of
food they eat and how many carbohydrates are pire3éis can be particularly annoying when
dining out or eating at a friend’s house. Manybeigcs own books that have the nutrition

information for all the menu items at popular reséats and fast food establishments. However,
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this means the diabetic needs to have the nuttitbmks with them at all times, as well as always
carrying their glucometers and insulin with theRor girls this is not so bad because they carry
purses, but for boys this presents an entirelybfiit, inconvenient situation.

The diabetic needs to make sure that their clagsnpeers, and coworkers are aware of
their diabetic status, in case of an emergencye diibetic must carry or wear some sort of
diabetic identification at all times. Actions treate normal to the diabetic are weird and
uncomfortable for the non-diabetic. Testing orseigar or taking an insulin injection in public
attracts unwanted looks and questioning staresth&unore the diabetic is constantly and daily
subjected to uninformed, often frustrating, quesiand commentary from people who do not
understand the disease. “Can you eat sugar?” “Vébg dhe get to eat a snack in class?” “I
thought diabetics can’t eat salt?” “Why are yoiwcking your finger?” “Did you get diabetes
because you ate too much candy?” On top of bgtthe normal anxieties of childhood about
“fitting in,” the diabetic child worries about bhaitly standing out. Nothing could be more
embarrassing than suffering a particularly bad ldeod sugar reaction, complete with
belligerence and seizures, in front of all yourrgee

There is no escape from the rigors of the dagydtic routine. Once the day is over, the
diabetic will awake the next morning to the samemamical regime. Not an hour passes when
the diabetic is not thinking about his or her dialsan one way or another. Even moments that
are otherwise free of diabetes’ overwhelming cdrdam lend themselves to thoughts of the past
before diagnosis or the future and fears of detiagtaomplications. Even if one wanted to
forgo the daily challenges, take a break from tlabetic routine, they know they run the risk of

doing considerable harm to their bodies. It imesh reality. And it is a permanent reality.



Chapter 3
Diabetes and Complications Overview

The most obvious reason diabetes affects the ellotionally and psychologically is the
fact that diabetes can lead to long-term comphbeetiand premature death. As stated earlier,
diabetes is the fifth-deadliest disease in the ddhBtates. However, according to the ADA,
studies indicate that diabetes is generally undpofted on death certificates, thus the toll of
diabetes is believed to be much higher than igiaffy reported. As the ADA outlines, these
serious and sometimes life-threatening complicatioolude, and are not limited to, heart
disease and stroke, blindness, kidney diseasepuerystem disease, amputations, and sexual

dysfunction.

Complications of diabetes can be categorized ag tro (acute) and long-term. Acute
complications include events suchhggpoglycemia hyperglycemia, and diabetic ketoacidosis
(DKA). Hypoglycemia is a side effect of the treatment of dieb@nd is noted as an abnormally
low level of glucose in the blood. This can ociduhe diabetic individual has taken too much
insulin, has not eaten enough food, or has hadchasually high level of activity. Symptoms of
hypoglycemia differ from person to person but ndiynaclude gross fatigue, dizziness,
tremors, hunger, headache, irritability, sweatoapfusion, and if left untreated for too long can
result in seizures and/or loss of consciousnesgoglycemia can be treated immediately with a
fast-acting sugar product, such as juice, candg|umose tablets.Hyperglycemia is also a side
effect of the treatment of diabetes and is noteainaabnormally high level of glucose in the
blood. This can result if the diabetic individinas not taken enough insulin, has eaten too much
food, or has been inactive for too long. Symptariisyperglycemia similarly differ from person
to person but normally include extreme thirst, frexgt urination, extreme hunger, headaches,
blurred vision, fatigue, nausea and if left untegiatan lead to a presence of ketones in the urine.
Hyperglycemia can only be treated with insulin.tdfes occur when there is not enough insulin
in the body. Insulin helps the body use the sug#nre bloodstream for energy. Without enough

insulin, the body cannot use the glucose, andels are literally starving. As a result, the body
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begins to break down fat cells in search of altereaergy sources. When the fat cells are
broken down they release a poison called ketomes. many ketones can lead to ketoacidosis,
which can then lead to considerable cell damageaspand long-term complications. Ketones
can be flushed from the body by drinking lots otevadut the only way to stop them is to

administer insulin.

By comparison there are significantly more longrt@omplications than short-term
(acute) problems. The list is expansive yet incletep as medical researchers are constantly
attributing new problems to poor diabetes managémer extended periods of time.
Complications can begin to show themselves as asden years after diagnosis in type 1
diabetics and sadly, most type 2 diabetics arewnen aware they have diabetes until they begin
to suffer from one of its devastating complicatioi$e only way to prevent and lessen one’s
chances of developing a long term complicatiomésdn-going proper management of glucose
levels. Long-term complications include, but ao¢ limited to, heart disease, kidney disease,
complications of the eye, diabetic neuropathy aee damage, foot complications, skin

complications, gastroparesis, and depression.

Heart disease in diabetics is especially frightgniRleart disease is a term that
encompasses many evils including coronary heagadies hypertension, cardiac autonomic
neuropathy, cardiomyopathy, peripheral vasculagatis, and cerebrovascular disease. High
levels of glucose in the blood cause severe neam@ade and the only way to avoid these
problems is to keep your diabetes under “tight”toainwith regulated glucose levels and a

healthy lifestyle. (Rubin, 61)

Not everyone with diabetes develops kidney dise&kmvever, over time diabetes can
damage the kidneys and cause them to fail. Fakiitigeys eventually lose their ability to filter
out waste products, resulting in kidney diseasghHevels of blood sugar make the kidneys
filter too much blood. All this extra work is haoth the filters and after many years, they start to

leak, thus useful protein is lost in the urine.tiine, the stress of overwork causes the kidneys to
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lose their filtering ability. Subsequently, wapt®ducts start to build up in the blood. Finally,
the kidneys fail. This failure is called End St&enal Disease (ESRD) and is very serious. A
person with ESRD either needs to have a kidnegplant or go on dialysis. (American

Diabetes Association)

It is a well-known fact that diabetes causes epblems and may lead to blindness. But
most people who have diabetes have nothing morerttiaor eye disorders. These disorders
include glaucoma, cataracts, and retinopathy. €alana occurs when pressure builds up in the
eye. The pressure pinches the blood vessels thgtldaod to the retina and optic nerve. Thus,
vision is gradually lost because the retina andenare damaged. People with diabetes are 60%
more likely to develop a cataract, which occurs wtkee eye’s clear lens clouds over, blocking
light. (American Diabetes Associations) Diabe&tinopathy is a general term for all disorders
of the retina caused by diabetes. There are tworrhges of retinopathy: nonproliferative and
proliferative. Nonproliferative retinopathy is th@st common form of retinopathy. It moves
through three stages (mild, moderate, and seva@sayore and more blood vessels become
blocked. In many people, retinopathy progresses aéveral years to a more serious form
called proliferative retinopathy. In this formgtblood vessels are so damaged they begin to
close off. The longer a person has had diabdtesnore likely they are to have retinopathy. It
is a frightening fact that almost everyone withdayjpdiabetes will eventually have some form of
nonproliferative retinopathy. However, prolifekegiretinopathy, which destroys vision, is far

less common. (American Diabetes Association)

One of the most common complications of diabetekalbetic neuropathy. Neuropathy
simply means damage to the nerves that run thrattghe body, connecting the spinal cord to
muscles, skin, blood vessels, and other organsutalf of all people with diabetes have some
form of nerve damage. (Rubin, 71) There are twaroon types of nerve damage. The first is
“sensorimotor” neuropathy which can cause tinglpan, numbness, or weakness in your feet
and hands. The second is called “autonomic.” Type can lead to digestive problems such as

feeling full, nausea, vomiting, diarrhea, or copation, and problems with how well your
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bladder works. It can also cause problems withrgasex, loss of the warning signs of low
blood glucose, increased or decreased sweating;rargyes in how your eyes react to light and
dark. Furthermore, people with diabetes are alsslafor compressed nerves which occurs
when something in the body presses against a nemegnting it from sending a signal.

(American Diabetes Association)

People with diabetes can develop many different pooblems. Foot problems most
often happen when there is nerve damage also cakbeolopathy,” which results in loss of
feeling in the feet. Diabetic nerve damage casdegour ability to feel pain, heat, and cold.
This loss of feeling in the feet often means thabdtic will not be able to feel a foot injury.
Diabetes can cause changes in the skin of the #iotimes the diabetic’s foot may become very
dry and the skin may peel and crack. The probkethat the nerves that control the oil and
moisture in the foot are damaged or no longer wét&or circulation can also make the foot less
able to fight infection and to heal. Furthermgregple with diabetes are far more likely to have
a foot or leg amputated than other people. Thmasmly because many people with diabetes
have artery disease, which reduces blood flowedelkt and/or nerve disease, which reduces
sensation in the feet. Combined, these seriousgnms make it easy to get ulcers and infections

in the lower limbs that may eventually lead to atagion. (American Diabetes Association)

Many conditions involving the skin are unique te thdividual with diabetes because of
the treatment and inherent complications of thealis. These conditions include bruises
(caused by the insulin needle), vitiligo (loss kihspigmentation as a result of the autoimmune
aspect of type 1 diabetes), insulin hypertrophg @bcumulation of fatty tissue at the sites of
insulin injections), dry skin (a consequence obéizc neuropathy) which can lead to cracks and
breaks in the skin which can become infected aad $Rubin, 83) Furthermore, there is a
higher occurrence of fungal infections under thiéssra between the toes of diabetics because
the fungus likes the elevated glucose levels. Dubke damages of the circulatory system

because of neuropathy, many diabetics have a imediealing small wounds. What began as a
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tiny cut on the lower limb can become a gangrefextion in a short amount of time. Because

the wounds take so long to heal, they often le@hg dlark brown scars on the diabetic’s skin.

Gastroparesis is a relatively new disorder attadub people with both type 1 and type 2
diabetes as a long-term complication. It occuremvtine stomach takes too long to empty its
contents. It happens when nerves to the stoma&ctiaanaged or stop working. Gastroparesis
can make diabetes worse by making it more diffituinanage blood glucose levels. When
food that has been delayed in the stomach finaltgrs the small intestine and is absorbed,

blood glucose levels rise. (American Diabetes Asdimn)

Before attempting to assert the need for inforngagiicture books about diabetes for
children, it is necessary to examine the psychokdgind emotional implications of diabetes for
the child. In order to provide our children witlesponsible text that clearly outlines all of the
harsh realities of this disease, it is essentiahgerstand why this disease might have such a
detrimental and lasting effect on the psyche ofcthiéd. A chronic condition like diabetes can
have a profound effect on the mind of a child. @spion is three times more common among
people with diabetes than in the general populapooviding evidence for the assumption that
there is a very emotional side to this physicalditon. (American Diabetes Association) In fact
during the seventeenth century a leading physsimgested that diabetes was the result of a
“long sorrow.” (Eiser, 98) At any given time, mgeople with diabetes do not have depression.
But studies suggest that people with diabetes hayreater risk of depression than people
without diabetes. This can be particularly trosblae for the diabetic child. Similar to denial,
depression can become a vicious cycle, inhibitiogdgdiabetes self-care. If the diabetic child is
depressed and has no energy, he or she may fihdasles as regular blood sugar testing to be
too much. If the diabetic child feels so anxioustthe or she cannot think straight, it will be
hard for him or her to maintain a good diet. Fa thild who has recently been diagnosed with
diabetes, and even for the child who has had dealfet many years, there are many new
frustrations, strictures, and responsibilities thayst deal with daily. For example, someone

who has lived with diabetes for many years, antbis facing diabetes complications or
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someone who is having trouble keeping their blaaghs levels where they would like, may feel

like they are losing control of their diabetes.

The statistics surrounding the effects of the lterga complications of diabetes are
alarming. Heart disease and stroke account foutabfe?6 of deaths in people with diabetes
while diabetes is the leading cause of kidney faijlaccounting for 44% of new cases in 2002
alone. Diabetes causes 12,000 to 24,000 new oabindness each year, making it the leading
cause of new cases of blindness in adults 20-7& ydage. More than 60% of non-traumatic
lower limb amputations occur in people with dialsdiecause 60% to 70% of people with
diabetes have mild to severe forms of nervous syskEmage, resulting in impaired sensation in

hands and feet, as well as poor circulation tcettteemities. (American Diabetes Association)

When a child and his or her family is faced witlels@rightening statistics and a daily
regimen of blood testing, insulin injections, arftéo serious insulin reactions, it is easy to
understand how he or she might become discourdgestated, and depressed. | have watched
the devastating effects of diabetes ravage my fatbedy and | know first hand just how
terrifying that reality is. My father is 52 yeaokl and has been a type 1 diabetic for 41 years.
He grew up in an age when diabetes care was justsneffective or tightly controlled as it is
today. Subsequently, his body suffered seriodsdeehage over the years. He has had two by-
pass surgeries to help improve his poor circulat@msed by blot clots in his lower extremities.
Due to his poor circulation, he has little sengatiohis feet. A few summers ago he got a
splinter in his foot, that he did not know aboutgafter several months the infection literally ate
away his foot. Consequently, he had several ofd@s removed from the foot with the splinter,
and is forced to wear a special oxygen boot to pedmote blood flow to the injured foot. He
has also suffered from eye complications and sekysflinction because of poor diabetes

management.

| have also seen diabetes complications developuich shorter periods of time through

my friends at camp. Many of them have had diabetdshalf as long as | have and already
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suffer from major kidney damage and eye complicatiol know several friends, whose parents
were also diabetic, and have passed away due tmthplications of their diabetes. These sad
events and occurrences of diabetes complicatioves Very traumatic implications for the

children living with diabetes. It is frightening see first hand what can happen when diabetes is
not properly managed; it is terrifying to think timae day, it could be me suffering with such
physical ailments. | believe strongly that in artewrite for children about diabetes and all of

its accompanying complications we need to fullyensthnd the psychological and emotional

consequences of this disease for the child upandsis and throughout their lives.
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Chapter 4
Psychology, Diabetes, and Children

Insulin-dependent diabetes mellitus generatesraiftable challenge not only to the
children who are afflicted with this disease bsbaio those who are closest to them: their
parents, siblings, teachers, and friends. In tak[Diabetes Mellitus in Children and
Adolescents;o-authors Ben Brouhard, Travis Luther and Barldar&chreiner, along with other
contributing scholars, provide us with a comprehanesutline of all the aspects surrounding
diabetes. They describe the disease itself, alotigseveral important topics such as how to
develop a management plan, dietary managementh@eggcal and family related issues,
education, and consequences and complicationsabétlis. In order to write to children about
the disease, it is important to gather as muchrimédion as possible about the basic structure of
the disease itself and living life with a chronisatder. Children with diabetes must now tackle
the disproportionate responsibility and burdenttd#rapting to maintain a “delicate balance
among daily insulin requirements, exercise, antljdat to survive and function normally.”
(Brouhard, 101) In order to maintain this balatiegy are taught to test their blood sugar and
urine glucose levels several times a day, adminsgeeral insulin injections daily, and adhere to
what feels like a restrictive dietary requiremexgt,well as closely monitor physical activity. The
concept of “functioning normally” is understandablyconceived when one considers the daily
routines of the diabetic child. Diabetic childram often told that if they maintain tight control
of their diabetes they can indeed preserve a reabpnormal life. But it does not take long for
the diabetic child to realize that there is nothmagmal about their daily routine of monitoring
their body systems. According to Cindy Dell Cldisituation normal, as perceived by a child
with diabetes, is nevertheless a highly particusion of ‘normal’.” (Clark, 20) This notion
that a child with diabetes can live a “fully norrkde in all social aspects is contradicted by the
actual daily experience of diabetic children inrgday social affairs. They cannot eat as flexibly
as other children; they have to eat snacks dughgd hours, when their peers are not eating,

which contrasts greatly with this concept of “notityd’ All of these efforts to maintain some
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sort of metabolic balance are paralleled by a rieed psychological balance in relation to the
chronic disease and its excessive demands. (Broub@t)

On the most basic level, the diabetic regimen feswgtention on the child during his or
her most intimate of functions, such as urine mgstvhen their glucose levels are too high, as
well as during public and social times, such agtaknjections at meals or stopping play to treat
a low blood sugar level. According to Barbara Atsde, “this complex daily regimen impacts
on every aspect of the child’s development and lfahfe.” (Snoek, 1) Children in the stage of
early childhood (preoperational thought) and cleifdin the stage of middle childhood (concrete
operational thought) perceive and understand theilds in different ways, thus it can be
assumed that they understand and experience thbetds in different ways as well. (Brouhard,
108)

According to Piaget, the major developmental ghiftn the preoperational stage of
childhood to the concrete operational stage isathikty of the child “to differentiate between
self and world, to distinguish between what arenmal and external events, and to generalize
from the specific case to the general situatioBro(ghard, 108) Children shifting between these
stages of development must be allowed to explae é@mvironment in order to establish a sense
of independence within the family setting. For thi&betic child, however, this is almost
impossible as parents tend to assume the majoomesility of the child’s health behaviors,
consequently making it impossible for the chileestablish any independence. Furthermore,
during these developmental years, it is importantte child to expand their sense of initiative,
a sense of emotional self-control, and an abibtproperly handle frustration. According to
Brouhard, “This sense of ‘| can do’ must be fostiengthin the framework of successful control
of diabetes as well. Because of the particularteasis on learning and categorizing facts and
figures, this is an optimal time to teach childfectual data about diabetes.” (Brouhard, 108)

Additionally, diabetes not only affects the arefexploration, independence, initiative,
and learning but also has a strong impact on tid'slself-perception, in both a physical and
psychological sense. Psychological developmestimwol-aged children is assessed primarily
with respect to the child’s sense of self-esteeththa development of strong peer relationships.
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(Snoek, 10) Because of their not fully developeatpsses of logic and understanding, many
diabetic children possess fearful misconceptiomaititheir disease and what is happening to
their bodies, combined with feelings of loss of ttohover their lives.

Children in both the early and middle childhooalggts also have social developmental
tasks that are affected by their diabetes. Atdlpesticular stages it is important for the chdd t
participate in team endeavors as well as to possesase of peer support. Diabetes is a
condition that engenders a sense of being “diffiérdwat can alienate the diabetic child and
consequently interfere with the child’s abilitydevelop peer relationships. Experience proves
for us that the years of childhood are a crucraktior the development of self-esteem. Children
who are not allowed to exert their independencel(ss the diabetic child), or are restricted
from opportunities to interact with their peers;ddhe risk of developing a negative sense of

self. (Brouhard, 109)

In her book])n Sickness and in PlagZindy Dell Clark describes the plight of the
chronically ill child and his or her daily toil iitendless treatments, often painful symptoms,
confusion, and even embarrassment. Her book dudscus specifically on children with
diabetes, but on children with chronic conditiomgéeneral. In her book, she is suggesting that
chronically ill children are at a greater risk @veloping mental health or social adjustment
issues. Again, Clark exemplifies why it is necegs$a have books for children explaining their
conditions to them in a way that they can undetstaetause “medical treatments for diabetes
present young patients and their families with ueitrials at a tender age.” (Clark, 6)
According to Clark, the procedures involved in timgdiabetes permeate a child’s “life world.”
Normal playtime is punctuated by bothersome inggrams to check blood glucose levels, eat a
shack, and take a shot, leading the diabetic ¢bikkclaim often, “I wish | didn’t have
diabetes.” (Clark, 10)

Furthermore, diabetes treatment regularly invadesld’'s emotional and social space.
For the diabetic child playtime and typically ralagx amusements must constantly yield to “the

business of diabetes care” which is a daily, newneling expenditure of time. (Clark, 10) The
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children interviewed in this book expressed fedinfbeing “fenced in” by their disease,
reflecting a dichotomy of “sad” and “happy” feel;ighen describing normal events such as
vacations, trips to the park, and playtime. Ougtiaé children expressed mixed feelings about
the necessity to “endure shots or other hardsHipgatment” when describing life with
diabetes. (Clark, 12) The explorations of the psy@gical implications caused by chronic
diseases provide us with pertinent information andeniable validation for the need to expand
the genre of “children’s literature and difficuttics” in order to improve the lives of these
children by understanding their perspectives, lmotgined and real.

The Psychology of Childhood llingeseritten by Christine Eiser, addresses the chaimges
how the psychology of chronic childhood illnessiesv studied. There is only one chapter
focused solely on diabetes; however, the psychcddgnplications of other chronic ilinesses in
children and the emotions attached to having albbibd disease can be easily translated, no
matter which disease the child suffeiidie Psychology of Childhood llingssoves to be a
relevant resource because in order to confirmttieae is a need for the expansion of books for
children about diabetes (and chronic illnessk important to understand the psychological
effects of disease on a chronically ill child. clmapter 6, Christine Eiser discusses children’s
knowledge about diabetes. She states that, “rharedny other condition, diabetes demands
that patients are as responsible for their own aarthe physician.” (Eiser, 102) Consequently
there have been many studies conducted to aschgaimuch information children have about
the disease (diabetes) and at what ages they atecaymable of self-care. In order to assess this
type of information, the children’s skills at uritesting, administering insulin injections, and
establishing serving sizes of meals were obserndabth the theoretical and practical level. On
the whole, the children’s knowledge of their disefigctuated greatly, and there was no
correlation to how much the child understood altwsior her disease with the age of the diabetic
or the length of time they had been diabetic. ddwclusion of the study found that children
generally lacked a sufficient knowledge of thesedise and ability to efficiently provide

themselves with adequate self-care. (Eiser, 105)
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There is clearly a need to create and expand upostories for children living with
diabetes. The children need to be educated abeutalities of their disease, while at the same
time provided with tools to care for themselvedest as possible and ensure a long and healthy
life, all while not terrifying them. The psycholicgl explorations in these books help us to
better understand this special need to carefudlft erchildren’s book that accomplishes all those

goals.
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Chapter 5
Psychology, Diabetes, and the Family

It is my belief that diabetes is not a personalggte, but rather a disease that
encompasses the diagnosed child, each family membethe community. Proper and
successful diabetes management requires encouragantesupport, and the family
surrounding the diabetic child is the main sourckath. According to The American Diabetes
Association, “Diabetes control can be affected asklg by both physical and emotional stress
and it is important that the family recognize, urstiend, and be ready to give loving support

during stressful periods [in the diabetic childfg].” (Brady, 144)

As humans we tend to think of grief primarily innt@ction with a death, but a diagnosis
of diabetes can feel like a death to both paremdstiae children. After all it is the death of a
care-free way of life, the death of spontaneitg, dieath of the idea that parents can protect their
child from all harm. As with a death, all the mesrdof the family can, and most likely will, go
through all the stages of the grieving processialeanger, depression, fear and anxiety, and
guilt. (American Diabetes Association) In the desitage the child may pretend that he or she
does not have diabetes or that it will go away sobime parents may try not to think about
diabetes for as long as possible. In the anggedta child may ask, “Why am | the one with
diabetes?” He or she might become angry with #rers, his or her friends, or siblings more
often than he or she used to. The parent maydalgbwith varying degrees of anger at
themselves, the diabetic child, their spouse, endlie doctor when really they are simply angry
at the disease itself. In the depression stageftite may feel sad, tired, and/or hopeless. He or
she may claim that diabetes has ruined his orifeer The parent will also experience depression
symptoms such as crying more than usual or dwetimthe most negative possibilities for the
child. Fear and anxiety are reflected in the c¢hildorries about diabetes. The parent will worry
about trying to remain strong for the child or whaght happen if they make a mistake in

treating the child’s diabetes. In the guilt stége child may express feelings that having
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diabetes is her fault. He or she may feel likey ttiee to blame for burdening the rest of the

family with diabetes. The parents may blame thédwaseor the child’s diagnosis with diabetes.

A diagnosis of diabetes in the child involves theoke family and often imposes a
considerable strain on each member of the famiilly oat just the diabetic child. According to
The Joslin Manual, diabetes is not simply a maifenechanical treatment. It involves a child’s
emotional and social development as well, whichadten influenced by their parents’ and
siblings’ responses to their diabetes. Diabetedieges the young child and the family to
understand and utilize complex knowledge about iplygy and nutrition, as well as calling for
technical skills such as measuring and adminigjerisulin. (Joslin, 209) The whole family is
involved in the care of the newly diagnosed childisbetes. Both parents should know how to
give shots, check blood glucose, interpret bloattgse results, and treat hypo- and
hyperglycemia. Depending on age, siblings can leéep a watch for hypoglycemic symptoms,
help write blood glucose results in the logbook amen learn how to check blood glucose.
Allowing the sibling to take an active part in tthi@betes may help to quash feelings of
resentment or jealousy, as well as provide usefdllzeneficial education about the disease. The
more support the child has from the rest of thelligrthe easier it will be to maintain good
control of his or her diabetes care. Participairodiabetes care by the entire family can also
help prevent “diabetes burnout” in the child othe parent most involved in the daily diabetes

management. (American Diabetes Association)

Parents can often feel a strong sense of depreaswguilt, as well as incurring the
brunt of the responsibility of management of youngeldren with diabetes. For the married
parents, diabetes can put a strain on the marredgegonship. For the single parent, diabetes is
an extremely heavy burden to carry alone, espgasathout the support of a spouse. This
added stress on each family member can disrupaeepid family dynamic and thus create a
dangerously stressful home environment for theatialzhild. Robert Brady states that, “The
diabetic child should not use diabetes to get aitteror to disrupt the peace of the family, nor

should he/she expect special consideration eitheéra family or outside because of diabetes.”
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(Brady, 145) Sadly though, this is often the dasenost diabetic children. Upon diagnosis
their entire world is flipped, and they are lefthvieelings of complete loss of control over their
lives. They quickly learn and adopt often distagbehaviors to compensate for the sense of a
loss of control. Without proper guidance this tead to years of resentment and stress between
the parent and child, as well as between the emttisiblings. Help and support are what the
child needs most, and the family is the first pldegy will go for comfort and understanding.

For the particularly young diabetic, the parentt assume most of their day-to-day control and
management. However, it is important that the maoéer support without demanding perfect
adherence to the strictures of the disease. Ashitelearns how to cope with the diagnosis and
care for him or herself, it is important for thergat to allow the child to assume responsibility of
the treatment of their disease. (Maclean, 105) iitportance of a supportive family is obvious,
and the tolerant actions of the parent on thegdatie diabetic child will have lasting, beneficial

consequences.

Diabetes affects each member of the family diffdyesind the siblings of the diabetic
child often reflect this disruption to the familpittmore obviously than other members.
Brothers and sisters of children with diabetes imaye a variety of reactions to the diagnosis.
Some may fear that they will “get” diabetes s@itmportant to reassure them that they cannot
“catch” diabetes from their sibling. Many siblinggcome jealous or feel left out because the
child with diabetes suddenly begins to get morengittn. Siblings often perceive added
attention to the diabetic child to mean that heistfenore loved.” They should be allowed to
express their feelings freely. However, it is intpat to explain why the diabetic child might be

receiving more attention.

| know first-hand how important the role of treafily is in the life of the diabetic child.
| have been extraordinarily blessed in my expeegenith diabetes, in many ways. From the day
of my diagnosis my mother has taken an active appative role in the care of my diabetes.
She has always been a source of great comforty desraissing my negative feelings about my

disease but rather giving me new perspectives ositugtion. She had a way of giving a
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purpose to my disease, thus making it easier forongarry the burden. My mother took the
time to educate herself thoroughly about my diseaskwas constantly researching new
advancements and techniques. She would prepaokageacks and meals for the week on
Sundays; measuring, weighing, and counting ouekaet amounts. She gave me all of my
shots, and though I first injected myself when bwlayears old, | continued to have her give me
my shots because she made it less painful (phiysimadl emotionally). She took me to events
and fundraisers for diabetes yearly and she istigewho first enrolled me in the diabetes
summer camping program, Camp Glyndon. At this cafef) in love with and forged lifelong
friendships with other diabetics like me; diabetvso are much like an extended family. To
this day, 21 years later, my mother is who | turfior continued support and praise with my
diabetes. She has long since relinquished the odimy diabetes management, but | still feel

the need to call her when | get a good report froyrphysician.

.25 -



Chapter 6
Diabetes and the Importance of Education

“The single most important factor in coping withtlhéhe physical and emotional impact of
diabetes i®ducation Only when there is a clear understanding on #reqd the diabetic [and
the family] of what diabetes is, how it can be nga how to prevent emergencies, and how to

cope with complications should they arise, willdbdeelings begin to be resolved.” (Brady 144)

It is my belief that education about diabetes-sehagement is the most important
aspect of successful diabetes treatment. Therlvedteare for our diabetic selves today, the
longer and healthier we will live. This is an espdly crucial factor when dealing with newly
diagnosed children. They need to be taught inftionabout diet, blood glucose monitoring,
exercise, acute complications, and insulin. Funtioge, as this entire project argues for, they
need to be educated about the serious long-ternplamations of diabetes. This should be done
with sensitivity and without alarming or frightegithe child. Children should be taught that
near normal blood sugar levels can help preveniptioations. This is a particularly important
concept when dealing with diabetic children becdheg are young and their behavior patterns

are still forming.

According to the Diabetes Education Handbook, mhigld by the United States
Department of Health and Human Services, thersareral differing phases of diabetes
education. Thénitial phase of education takes place at the time ohdisig. Because most
newly diagnosed patients with diabetes are in matel psychological and physical state, they
are not ready or prepared to learn large amountgaimnation. This phase of the education
process is intended to provide patients witlaaiclevel of knowledge and skills so as to help
thembeginto cope successfully with their diabetes. The piase is referred to as timedepth
continuing educatiomand begins after the patient has had time tovivle their disease for
awhile. The goal of this phase is to provide taggmnt with knowledge and skills required to

actively participate in the daily self-managemendiabetes. It is hoped that individuals who
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have undergone in-depth continuing education ave qualified enough to assume complete

responsibility for the daily management of thesedise.

There are a wide variety of diabetes educationnarag available. Most of these
programs utilize teams of health care professiobetsuse there are so many aspects of life with
diabetes, which constantly affect other aspectsesé health care professionals include
physicians, dietitians, nurses, certified diabetdscators, exercise physiologists, podiatrists,
optometrists, and psychologists. Education doésiane to merely take place in group settings
or with professionals, but can be delivered dailyhe home setting or through personal research

and investment.

The Diabetes Sourcebookers an interesting approach to diabetes edutathile
arguing for its overwhelming importance and valliéere are certain basic facts about diabetes
that all diabetics must know to care for themselvw&scording toThe Diabetes Sourcebotiks
information can be presented on three basic letledssurvival” level, a “home-management”
level, and a “self-management” level. (Guthrie, 33)e “survival’ level provides just enough
information to help the diabetic individual com@dtis or her daily tasks. This information
would be given to the patients before they lefthibepital after diagnosis or by the physician
during the initial visits, and would include thesis such as nutrition, insulin dosages, blood
glucose monitoring, and checking urine for keton€ke “home-management” level provides
more extensive information on all topics relatedlitbetes, such as the need to maintain good
hygiene, vacationing with diabetes, how to reguibdd®d glucose levels in conjunction with
another illness, and how to adjust to a new wawofg. The “self-management” level includes
what a person needs to know to truly “self-mandgs’or her diabetes. This level can be
divided into two sublevels: the undergraduate sefiagement and graduate self-management.
The first tier of self-management involves decisioaking based on patterns established after a
week’s worth of recorded blood glucose levelsydi noticed a trend of higher sugar levels in
the evening, you would be able to accurately adjagt morning insulin dose to correct or

eliminate the evening highs. It's a process @il &ind error but at this level of education, the
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diabetic patient should be able to make these tgpdscisions. On the graduate level of self-
management the diabetic patient has become famiitarhis or her responses to insulin in
relation to food intake and exercise, and is ableotrectly determine how much insulin is

needed prior to meals or on days of elevated agtiiGuthrie, 36)

The Diabetes Sourceboakso provides a section on how to evaluate thétyud
educational programs offered through local hospiad support groups. Points of criteria
include an education program led by Certified Dtebd=ducators, approved by The American
Diabetes Association, and one which covers the emsgntial aspects of daily diabetes care. An
educational program could be evaluated as pobdides not provide news about recent
developments in diabetes care that could improge#tient’s control of their diabetes.
FurthermoreThe Diabetes Sourceboakgues for the benefits of a proper and thorough
education about diabetes. It reflects my persta®aings about the importance of a lifelong
education about diabetes, because “a good edugati@anding your diabetes is vital to you.”

(Guthrie, 38)

According to The Joslin’s Diabetes Manual, “edumafiabout diabetes] is not part of
treatment, it is treatment.” Dr. Joslin himsellsdated, “The diabetic who knows the most,
lives the longest.” (Joslin, 30) Furthermore, Werld Health Organization recently stated,
“Education is the cornerstone of diabetes therapg, vital to the integrations of the diabetic into
society.” Inthe “Learning for Life” chapter oh€& Joslin Manual, there is included a list of the
benefits of being a highly educated diabetic siuch)do live longer and happier, 2) to have
fewer days of illness and complications, 3) to bke @ function and cope with the rigors of
modern life, 4) to have more productive and uskfel, and 5) to be less costly to oneself, one’s
family and community, and the health care systedeuwnhich one lives. True, education alone
cannot possibly achieve all of these things. Batrhore people can understand their condition
andknowhow to care for themselves, the more their doa@asfamilies can help to “direct

them along the path to continued health.” (Jo88),

-28-



Dr. Joslin’s manual also speaks specifically altbateducation of the diabetic child.
According to the manual, education must begin ftbenmoment of diagnosis and continue
throughout the patient’s entire life, and the edioceafor the child and his or her family consists
of three stages. The first stage is a simplifrecoduction to diabetes and basics of daily
management, which includes information about imsujections, self-monitoring, and the
recognition of symptoms of insulin reactions. Beeond stage takes place over the weeks that
follow diagnosis as the family and the diabetidathiegin to acquire the skills needed for
successful long-term care, in order to enable lile to return to normal activities. The final
stage of educating the diabetic child is providmm or her with more sophisticated details of
management such as what to do when sick, when@mdrtuch to exercise, and how to deal
with diabetes in combination with other variationghe child’s daily routine. This final stage of
education does not have an end date; it contirarefé rest of the child’s life and should
include regular reviews and updates of new teclesi@nd advancements in diabetes care.

(Joslin, 201)

Additionally, The Joslin Manual outlines many adpedf life with diabetes that the child
should know and understand, as early as diagnamigortantly, the children should be made
aware, in a non-threatening manner, that theiredegbwill not go away, it is a chronic disease
without a known cure, and will be with them forevét should be made clear for the child,
however, that it is a disease that can be lived atd that with proper care and control, it does
not have to ruin their lives. (Joslin, 208) ThslioManual also insists that the child should be
made to understand the reasons and importancéf-ofnemitoring (of blood glucose levels,
insulin injections, and food intake). The childsald learn to identify symptoms of
hypoglycemia and hyperglycemia. Enabled with ttedsks, children will also learn that proper
care will allow them to participate in the normatiaities of childhood. Dr. Joslin warns us “not
to underestimate the young and their ability toarsthnd and treat their diabetes.” (Joslin, 209)

| could not agree more with this notion. It is feld who has the diabetes and will
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subsequently have to live with it for the rest ©f br her life. It is not simply important that

children learn how to manage their diabetes atumga@ge, it is crucial to their very existence.

The importance of a comprehensive education akbabetes and its ultimately beneficial
effects can be seen through the comparison of msppal experience with diabetes and that of
my fathers’. When he was diagnosed with diabetégears ago, there just was not as much
information available about diabetes. He grewrup generation when having a sick child was
viewed as shameful and thus he did not feel comlfdettalking about his disease. The systems
of monitoring blood glucose and administering imswere poor and insufficient. Today | wear
an insulin pump, which mimics the pancreas, adrenizg insulin to my body every hour. |
have a glucometer that gives me a glucose levdingavithin five seconds. Although taking
care of my diabetes and practicing good habitebfcare is still a major inconvenience, it is
significantly easier for me than it was for my fath When my father was growing up with
diabetes, glucose levels were checked by urinatmg strip, which would turn a color
indicating a range of glucose, not an exact numbéat range represented what his glucose
levels were two or three hours earlier in the diiyvas basically a game of guess and check.

Furthermore, taking an insulin injection was for father a truly painful experience. When he

was growing up with diabetes there were no “miénef “lubricated,” “one-time-use” syringes.
Instead, he used a glass syringe, with a giantle@sdthe end, which had to be boiled before
each use, and was reused over and over again. ifwemwas actively and consciously involved
in his diabetes management, the means of managibgtds were just not as advanced as they
are today.

Luckily, as a very young child | began attendingcpanp for diabetic children. This camp
was a major proponent of education; almost evemgthknow about diabetes | learned at camp.
Furthermore, it provided me with a firm supportéasd an outlet to express my feelings about
my disease. Guest speakers would attend the cadhialk to us about new technologies and
advancements in the area of diabetes researchkigt m®uld have known about insulin pumps if

| had not attended the camp.
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However, as a young diabetic child, | would re&ifywe loved and bonded with a book
that spoke directly to me about my circumstancesexperiences with the disease. True, | was
lucky enough to attend diabetes camp, but campowiysone week out of the year. That is
hardily enough time to learn and put into practitehe important aspects of proper diabetes
care. The important need of these special typé®dks is even clearer when we consider that
not all children are able to attend diabetes cafftfere just are not enough camps to house all
the children living with diabetes and camp is apexsive luxury.

For my father, times have changed greatly frondétte of his diagnosis and he is still
trying to adjust to this new approach to life witlabetes. | believe that if my father had known
more about his disease, if he had had a stronggosugroup, and a means of appropriately
expressing his frustrations with his disease tlkatvbuld not now be suffering from the terrible
complications associated with diabetes. Sadlytmioahat he knows about his diabetes he has
learned from watching me grow up with diabetes.

| believe that | am as healthy and comfortable withdisease as | am, because | have
always been invested in knowing as much about geadie as possible. It is my goal with this
project to assert the need for comprehensive amuhed education about diabetes for young
children. | believe strongly that diabetic childrgehould be aware of what their future holds if
they do not properly manage their disease, asagddle provided with the information and tools
necessary to avoid that future. Some people tihiiskkoo harsh to talk to diabetic children about
the realty of the disease; “complications” is cdesed a dirty word in the diabetic community.
However, “complications” is no more a dirty wordith“consequences,” and in this sense they
are parallel terms. Just as children learn theepnthat there are consequences to bad behavior,
they should be taught that there are consequeagesot diabetes management, which are long-
term complications. It is my belief that we haveegponsibility to carefully interpret for them
the realities of their disease, the good and tlie hee need to give them positive reinforcement

while also reinforcing the important regimes theystnow strictly follow.
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Chapter 7
Talking to Children about Difficult Topics

In order to talk to children carefully and respdgiabout the difficult topic of chronic
illness one needs to be informed on the appropwates to handle the fragile and
underdeveloped psyches of children. AccordindgneoMerck Medical Manuals, certain major
events, such as illness and divorce, can challargdmeld’s abilities to cope and understand.
These events may also eventually interfere withcthile’s emotional and social development.
As would be expected, many children have a hard tatking about difficult and unpleasant
topics; however, these discussions are necessadistiel irrational fears” as well as explain
that “anxiety is normal.” (Merck, 2006) The Menstanual suggests that these discussions
should be held in a quiet, private place, and shptsent the child with factual information.
The child’s feelings, fears, and anxieties sho@d/alidated with phrases or sentiments that
suggest, “l understand.” Finally, Merck assertt the discussion should always emphasize that
the child is loved and will be supported.

The PBS “Talking with Kids” website outlines a silapprocess for addressing a difficult
topic with young children. First and foremost @meuld establish what the child already knows,
to clarify any misunderstandings that might be pnés Second, they suggest keeping your
answers short, while maintaining responses thaappeopriate for the child’s age. (PBS, 2005)
In the case of the diabetic or chronically ill chithis step may not be as beneficial to the child
as intended. Children’s books dealing with diabeéguire us to talk to them about the
consequences of not properly managing their dised&eshould explain to them at a young age
what will happen if they don't take care of theisehse. Good habits are hard to form and bad
habits are harder to break. The younger they aenwhey start practicing good diabetic habits
of control, the less likely they are to experiettuese frightening long-term complications.
Finally, the PBS website suggests asking more opressof the child to establish their real fears
and concerns, and then suggests talking aboubhe dgain and again. If there were more

useful children’s picture books about diabetes ciaiddressed all of these steps and the special
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needs of juvenile diabetics, the children couldireem over and over again, whenever they
needed reinforcement and support.

In their book,Tough Question<Lelia and Shelia Kitzinger offer advice on howatk to
children about difficult topics, such as sex, deathgion and politics. While they do not
explicitly address the issue of disease and chiitiness, they give advice on how to carefully
frame a conversation when speaking with a younlglchihey suggest that the adult can help the
child through the difficult situations and conveisas by “talking as simply and honestly as
[they] can, and by being willing to discuss [theiyn feelings and ideas... as well as listening to
the child’s.” (Kitzinger, 203) According to the #&ingers, if we try to protect the child from the
truths or realities of his or her circumstancehis case the diagnosis of a chronic disease, we
ultimately exclude them from significant social exigences. However, if we give them a chance
to actively participate in their time of crisis theill learn important values, such as how much
people love each other and the skills needed te woh suffering and pain.

In her book;Talking with Children about LosMaria Trozzi implements a system for
helping the child deal with the feelings surroumgdantraumatic or life changing event, which she
calls the ‘Good Grief Program.” She is of the apmthat helping children confront tragedy
openly amounts to a therapeutic experience. Bwgithem an open forum in which to share the
thoughts, feelings, and fears of the adults ardbadh, it allows them to mimic the coping
mechanisms that most adults use when faced wigledsa If one ignores the inner turmoil a
child faces when diagnosed with a chronic diseaisé we deny them an opportunity to speak
about their feelings, their psychological developtrean be greatly and irreversibly hindered.
Trozzi, like the other authors cited above, suggtsit open honesty is the best way to
communicate the harsh realities of a difficult tofm children.

The Kids Health website outlines how to talk tddien explicitly about diabetes. They
too assert the need to keep the conversationeaehthat is appropriate for the child’s age. The
site also emphasizes the fundamental importantalwfg the child the truth about their disease,
as well as answering all the questions the chilghtnask. As suggested throughout this project,
and paralleled by this website, it is importanitake sure the child understands the disease is
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not going away but that the child is also not reslnle for his/her diagnosis. The child needs to
be reassured that his/her feelings are completedgrstandable. When talking to children with
diabetes it is important to give them all of th#fidult and harsh facts about their disease, while
at the same time maintaining a positive attitudeuatreatment. Diabetic children need to
understand that they are not alone, so a sendegdtherness” is also important. Stronger
materials about this difficult topic are more trd@sirable, they are vital to the proper
psychological, emotional, mental, and social dgwmelent of the child. The expansion and
improvement of this lacking genre could providesthehildren with a constant source of
recognition and comfort as well as with positivenfercement and tools to help them better care

for themselves all the days of their diabetic lives
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Chapter 8
Children’s Literature and Diabetes

The genre of children’s literature, and particuylgricture books, is probably the most
effective, necessary, and powerful tool for soziatj and educating our children at a young age.
Picture books targeted explicitly at children anéque and different from other forms of
literature because of the illustrations they contdiustrations which can “enrich, extend, and
expand young readers’ background of experiences, literary and aesthetic interests, tastes,
and preferences by providing a variety of sensmigges and vicarious experiences, settings, and
themes” (Cianciolo, 3). An association with anduaderstanding of literary characters is one of
the first experiences children have with attemptmgiake sense of what it means to be human
in our society. Considering this, picture books muost often a child’s earliest and most
influential introduction to popular culture, finet,gand the world around them.

According to Arizpe and Styles, a picture bookagéxt, illustrations, total design; an
item of manufacture and a commercial product; @aasazultural, historical document; and
foremost an experience for a child.” (Styles, MWhile the literary characters and their stories
are important components of children’s literataned more explicitly picture books, the
illustrations are equally influential and effectil@cause the major task of the combined text and
visual images in picture books is to communicatermation and meaning. (Nodelman, ix) In
other words, picture books are the primary, inflisdriterature of childhood, which convey
cultural, social, and historical messages in a mélaat is easily accessible to young readers.
Nodelman, however, extends the definition a liieher by arguing that “picture books are a
significant means by which we integrate young alkeitdinto the ideology of our culture.”

The history of children’s literature, accordingSglvia and Kenneth Marantz, depicts an
evolution from books which were designed “to tréia moral faculties, to produce the proper
behavior needed in adult society,” to those towhedend of the nineteenth century, “that began
to understand the value of esthetic joy for youaigst (Marantz, xii) It is important to

understand that in a time when young children weresidered extra hands for chores within and
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around the household, there was no need for b@ogsted at their special requirements and
development. Overtime, as children were separfabead the adult working world, that need
began to change as well.

To conclude this study of children’s literature atsdtreatment of diabetes it is necessary
to offer a critique of the strengths and weaknes$éise few materials available to children
living with diabetes. Children’s books written sgieally for children living with diabetes can
be divided into two main categories: informatiopalture books and fictional picture books.
For the purposes of my project | will be focusimdedy on the fictional picture books about

diabetes, but I will say a few words in regardgh® informational picture books.

Informational picture books can in their own waysvery beneficial to the child.
However, they function on an unbalanced scalerehgths and weaknesses. They serve as
strong reference tools because they provide enggdio information in a language and manner
children can understand. They offer pictures (pb@phic, not illustrated) to enhance the
information they are providing in the text. Theiain weakness lies simply in the fact that they
communicate most of their pertinent informationbagdly; through the text. A particularly young
child, who is unable to read, cannot peruse theéqgmaphic pictures and understand what the
book is saying. Additionally, the young child ispndent on an adult to read the text to them;
he or she cannot find private consolation or refunge book of this nature. Finally, considering
the very nature of informational picture books ytde not offer emotional support or a place of

recognition for the child. They are simply infortimal.

The fictional picture books about diabetes areriahiy more beneficial to the diabetic
child. They have their strengths and weaknessasoasliving texts do, but compared to the
informational picture books, they just do a bejivdr of meeting all the needs of the chronically
ill child. Before | begin my examinations of thexts, it should be said that there are several
fictional novels for young adults covering the wpf diabetes. They do not fall into the

category of picture books so | will not be evalngttheir educational and emotional qualities. |
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believe that we need to begin educating the dialokild before he or she reaches adolescence,

thus these novels fall outside the scope of thogept.

As mentioned earlier, the concept for the projast stemmed from my discovery that
there was very little offered in the way of books ¢hildren about diabetes. It is not simply
books about diabetes that are missing, but boogemeral that deal with difficult topics for
children. | searched the depths of many libraaies online bookstores, only to find a few titles

that fell into this important genre and were pemtinto my evaluation.

In the bookBo, the Puppy with Diabetethe author Norma Flaherty tells the story of life
with diabetes through the experiences of a pupphe book is like a mini-novel, rather than a
picture book, but there are illustrations on evaher page. The book is supposedly written for
children ages 2-5, however, the text is poorlyternitand is full of highly advanced and
inappropriate words. For young audiences this hwolld not be practical. It has too many
words for the young reader and the wrong kind ofdsdor the child that is old enough to read.
The young child would be confused by the wordind an older child would be put off by the
condescending attitude of the narrator. It dogsffer information in a responsible or effective
manner, with regards to the age and mental capaafiits intended audience. The illustrations
do not depict Bo, the diabetic puppy, engagindiendaily regimens of diabetic human children.
The illustrations that are present are inexpresangepoorly done; they do not offer the diabetic
reader a “place of recognition.” On the whole, ble®k would not serve as an effective
educational tool because it does not offer anyaddtdormation about everyday life for diabetic
children. Nor could it serve as a source of enmaicupport because it espouses an
overwhelming sense of negativity about life withlaktes and the diabetic child simply cannot

relate to the character of Bo.

In her book Even Little Kids Get DiabeteBladine Bernard Westcott uses a young
female character to describe life with diabetesontthe perspective of the diabetic child,

Westcott is honest and definitely addresses mateiissues surrounding the psyche of the
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diabetic child, such as the annoyance of the dailyine, the effect on her family, the

“unfairness” when it comes to what she can and cbeat. She describes the stay in the hospital
and the inability of the little girl to eat cakeabirthday party, all factual realities of theluktic
child. However, she is vague and brief in her @néstion of life with diabetes. There is no
description of how diabetes works in the body oatvinay have caused the onset of the disease.
There is an overall tone of negativity that cortsageatly with the rather vivid and lively
illustrations. The book is written in an age agrate tone and does cover the symptoms of
diabetes and its treatment. The main strengtheobbok is that it is one of the few books
actually available for children with diabetes. Hawar, it falls short of being an adequate
resource for young diabetic children. In other @grsomething is better than nothing, but it

does not mean that “something” is responsibly axking the issues.

As stated previously, most books about diabetestiiddren are targeted at older audiences. For
example there is the diabetic character, StadharfamoudBaby Sitters Clulseries. Stacy

deals with many issues regarding diabetes bubiieisded with other aspects of being a
teenager, such as boys, babysitting, school, amads. Furthermore, Stacy only appears in
certain volumes, and infrequently do those issdesess her diabetes. On the whole Stacy’s
experiences with diabetes are simplified and ineateu She is not believable as a character; she
is not someone with whom a diabetic adolescentdcactually relate. Moreover she represents
diabetes for the diabetic teenage girl, completelylecting the needs of the diabetic male. In all

the research for this project, | was not able teaunth a teenage male diabetic character.

However, the booSugar Was My Best Foptells the story of an 11 year boy. It
chronicles his struggles with diabetes from befosediagnosis. It is a beautifully accurate
description of life with diabetes, the hard regintee physical ailments, and the emotional ups
and downs. Yet, it is a short novel for preteems laas only 10 illustrations. These particular
books do not benefit the diabetic child (preschmdadchool-aged) because they are not written in
an age-appropriate language for younger childrerdadhey provide the necessary visual

components of picture books. The obvious purpés$keeovisual elements in picture books is to
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convey meaning in a manner that is more accessitabkildren and a larger audience. The
usefulness of picture books for children needsetadimbined with the pertinent information for
diabetic children in order to create, amplify, @astlablish the domain of children’s books written

explicitly for diabetic children.
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Chapter 9
My Story: | Have Diabetes...

The story | have written for children living withabetes is the heart and soul of this
project. | believe that it responsibly and faipesents the intended information about diabetes
to the child, in a way the child can emotionallylanentally comprehend and process. | believe
that it offers children living with diabetes a “foal place of recognition in their plight” as well
as instilling a strong understanding of their nesponsibilities and the effects of their disease

on their future health.

When critiquing the other books for children abdisibetes, | judged them based on the
following criteria: is the story an accurate dgstion of life with diabetes? Is the information
offered within the story provided in a responsiatel effective manner, with regards to the age
and mental capacities of the intended reader? eestory offer, through both language and

overall presentation, a place of understandingcamafort that will benefit the child?

My story is an accurate description of life witlabletes because | have been diabetic for
21 years and | wrote the story based on my ownresqpees and understanding of my disease.
My story is intended for the young diabetic childe type of child that would engage in a picture
book. Thus | feel the basic information, regardimg physiology, psychology, and social effects
of the disease, is presented in a manner thatagychild can comprehend and process. These
explanations of the complicated faculties of diabatan be seen in figures 4, 6, and 8. |
alternate between informational panels and thetiehdiabetes” panels with the intention of
offering the child beneficial, educational infornmat about their disease and then an opportunity

to personalize that information.

Furthermore, | alternate between biological desioms of the disease and emotional
descriptions. Children with diabetes often deahwbnflicting feelings about their disease
including anger, frustration, fear, and depressibhese emotional components of the disease

are present in my story and can be seen in figlee4 3, 14, 16, and 18. | want the audience to
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grasp that the physical and psychological aspdasbetes are not separate qualities of diabetes
but are actually uniquely connected concepts.liébe that books of this nature, especially
designed to meet the many varying needs of theet@bhild, and the chronically ill child,

should convey the realities of the disease butlshidwi so in a positive manner. These books
should not frighten the child but rather shoulceoth sense of hope and comfort. | have tried to

reflect positive, hopeful sentiments about lifehwdiabetes in figures 18, 19, and 20.

Additionally it is important for diabetic childrel understand that they are not alone in
this struggle. The “I have diabetes” panels featlnildren from all races, living in different
environments, participating in different activitieshis was done with the hopes of creating a
character each child can relate to as well as lestalg a sense that diabetes can happen to
anyone. This important concept of diversity andt‘being alone” can be seen in figures 3, 5, 7,
8, 11, 15, 17, and 20. | feel that the diabetitdatould find comfort in this story. It could ser
both as a reference tool and a place of consolatiowhich the child could come back to, again

and again, whenever they needed.

The ultimate objective of this project and my st@myo form a connection between the
art of creating children’s books and the prospéchaking life better for these special needs
children. By advocating for the importance of eatirgy diabetic children about their disease,
through the use of children’s picture books, | hapaltimately improve the process of
education through communication. Creative writs@fter all a subset of communication. The
more we talk about this disease with children,rttoze we make that information accessible to
their young and fragile minds, the better chancestaad in combating the long term

complications of diabetes and improving the quatitjife for the chronically ill child.
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Figure 1

| Have Digbetes...
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Figure 2

| dedicate this story to my beautifully supportive,
Diabetic family at Camp Glyndon.
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Figure 3
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Figure 4
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Diabetes is a disease caused when the pancreas
no longer produces or properly uses insulin.

Insulin is a hormone that is needed to convert sugar,
starches, and other food into energy for the body.
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Figure 5

| have Diabetes
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Figure 6

Pancreas \

Liver

Insulin is made and released by the beta cells (in the pancreas) whenever you
eat, to help your body use or store the glucose you get from food. For
Diabetics like me, the pancreas no longer makes insulin, because the beta cells
have been destroyed. So we have to take insulin shots to help our bodies use
the glucose from the food we eat.
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Figure 7

| have Diabetes...
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Figure 8
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Figure 9
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Figure 10
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Figure 12
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Figure 14
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Figure 16
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Figure 17
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Figure 18

- 59 -



Figure 19
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Figure 20
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Chapter 10
Conclusion

When we examine the demanding physical restrictodriBabetes on the daily life of the
diagnosed individual, it is easy to understand blothemotional and psychological implications
of this chronic disease for the young child. Eag middle childhood is when children
naturally develop a sense of independence, inigdatind their sense of self. Diabetes is such a
restricting disease that it threatens to disruptfoper and positive development of these facets
of the human psyche. Thus, early childhood is@ial time to teach affected children about
the realities, risks, and facts of diabetes. Wherfurther explore and examine the importance
of children’s literature as a tool for educatinglawocializing our children in the early stages of
their mental and emotional development, it is esasier to understand why books about this
particular disease are so necessary for their iernfes stated earlier, Perry Nodelman defines
picture books directed at children as “the primanfluential literature of childhood, which
conveys cultural, social, and historical messagesmeans that is easily accessible to young
readers.” (Nodelman, ix) With this concept of dnén’s literature, it can be concluded that
picture books can also facilitate in explaining aadining for children what is otherwise
difficult to convey about the harsh realities o tlvorld around them, that our children are
coping with every day. If we find a way to devekbgenre of children’s literature that
responsibly articulates and communicates infornmagiloout the difficult topic of diabetes to
children, while also tapping into their imaginataed innocent avenues of thought, then we can
hopefully teach them the tools necessary to livgland healthy lives as diabetics. Diabetes is
the fifth deadliest disease in American and ittiacking our children at a very young age. The
statistics available about both type 1 and typeBetes are staggering and we as a society need
to accept the realities of this chronic and ofteadly disease. We need to find a way to talk to
our children about what can happen in their futtitleey do not take control of their disease, and

we need to do it now while they are still young egio to formulate healthy habits for life.
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| would like to conclude this analysis of childrsriterature and diabetes with a few
words about my motivations for this project. UWthie time | first left for college | was a pretty
miserable diabetic adolescent. | hated the rigacsresponsibilities this disease required of me;
| hated being different from my friends. | hatezlar feeling good, either from a high or low
blood sugar level, or the way my body was scaremhbse of the high rate of skin infection
common to diabetics. | hated every day and ofteimd myself battling depression.

Midway through college | stumbled upon Victor FréskMan’s Search for Meaningnd
was deeply moved by his concept of finding meatimgugh suffering. According to Frankl,
when we give our suffering a meaning, a purposeeases to be suffering. | began to think
about my life with diabetes in a completely new wayhought about how my experience with
diabetes had helped motivate my father to takeebe#ire of his diabetes, perhaps extending the
length and quality of his life. | thought aboutthale work | had done for the diabetes summer
camp and my aspirations to do more. As Frankl @isaly, | began to “change my attitude
towards my unalterable fate.” | will never knowywas diagnosed with diabetes, and not my
siblings. | will never fully understand or compegid God’s plans for my life. But | believe
strongly that | am supposed to do great things mighexperience with diabetes. | have served
as a counselor at the diabetes camp for 6 yedravd been program director for the last two
years. lItis a very profound and deep satisfadtbdmear a young camper excitedly talking about
what they learned at camp, all the new friends theye made, and how camp has changed their
lives. Even if | did not continue to learn or grinem my experiences at the camp, | would
continue to devote my entire self to the programt jo ensure those other diabetic children
could have the same life-changing experiences | hadnt to give back to the diabetic
community that has sustained me for my entire mabilerlife. | want to do more with this
disease than wallow in the memory of things loghargs never known. According to Victor
Frankl “unique opportunity lies in the ways whicheobears his burden.” | see my work through
the camp, and my goals for the expansion of thegigp genre of children’s literature, as my

opportunity to overcome my personal suffering angriove the lives and futures of diabetic
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children. God has blessed me with many talentssitid, and perhaps | was meant to get
diabetes, to be shaped and molded the way | wakasb could change the face of diabetes.
As diabetics we live everyday of our lives in hdpat someday there will be a cure. We
think about it, pray for it, demand it. But urttilat day comes, responsible education and the
formulation of good self-care habits at a young iagbe only way we are going to successfully
combat this terrible disease. Children’s literatisran underdeveloped component of the
education process. It has the vast potentialdgige empowering information and comfort to

young diabetic children; to enable them to taketrmdwf an uncontrollable situation.

-64 -



Works Cited

Diabetes

Brackenridge, Betty Page and Richard Rubin. Swéd:Kdow to Balance Diabetes Control and

Good Nutrition With Family Peacd@lexandria: The American Diabetes Association,

1996.

Brouhard, Ben, Travis Luther and Barbara-Jo Schreibiabetes Mellitus in Children and

AdolescentsPhiladelphia: Sounders Company, 1987.
“Overview of Diabetes.” 2006. The American Diabefesociation 20, Nov. 2006

www.diabetes.org

Kida, Kaichi and Martin Silink. Type 2 Diabetes@hildhood and AdolescencdNew York:

Martin Dunitz, 2003.

Subak-Sharpe, Genell J. Living with Diabetew York: DoubleDay and Company, Inc., 1985.

“World Diabetes Congress” 2006. The Internationglli®tes Federatio25, Nov. 2006
<http://www.idf.org/>

Psychology and Diabetes

Affleck, Glenn, Deborah Allen, Betty McGrade, Howarennen, and Susan Ratzan. “Parent and
Child Perceptions of the Management of JuveniléoBlies.” Journal of Pediatric

PsychologyB.2 (1983): 129-141.

Faught, Arthur, Philip Firestone, Hans Heick, andlddIm Rose. “The effects of anxiety

management training on the control of juvenile dias mellitus.” Journal of Behavioral

Medicine6.4 (2004): 381-395.
Burton, Lindy. The Family Life of Sick Childrehondon: Routledge and Kegan Paul, 1975.

Carruthers, Martyn. “Systemic Coaching and Diah&tegstemic Solutions2005. Systemic

Coach Training. 24, Nov. 20086tp://www.soulwork.net/sw_articles_eng/diabetas.ht

Clark, Cindy Dell._In Sickness and in Pldyew Jersey: Rutgers University Press, 2003.

- 65 -



Copeland, Donna., Betty Pfefferbaum, and Allisoov&tl. The Mind Of The Child Who Is Said

To Be Sick Springfield: Charles C. Thomas Publisher, 1983.
Drash, Allan L., Beatrix A. Hamburg, Gale E. Inadfd Lois F. Lipsett. Behavioral and

Psychological Issues in Diabet®ésadison: U.S. Department of Health and Human

Services, 1979.
Eiser, Christine. The Psychology of Childhood I#aeéNew York: Spring-Verlag Inc., 1985.

Geist, Harold. The Psychological Aspects of DiakeBpringfield: Charles C. Thomas, 1964.

Sexton, Dr. Lorne. “Psychology Works for DiabeteRsychology Works2004. Association of

Psychologists of Nova Scotia. 28, Oct. 200://www.apns.ca/prob_diabetes.html

Skinner, T. Chas and Frank J. Snoek. Psycholo@jahetes CaraNew York: John

Wiley & Sons, LTD., 2000.
Staten, Sylvia. “The Emotional and Psychologicde&ifs of Dealing With Diabetes.” Diabetes
In Control.com 2006. 15, Nov. 2006

http://www.diabetesincontrol.com/modules.php?nameredEfile=article&sid=2486

Watkins, Carol E. “Diabetes, Depression and Str@€¥)6. Northern County Psychiatric

Associates. 28, Oct. 2006tp://www.ncpamd.com/dmdepression.htm

Complications:

Levin, Marvin E. MD, and Michael A. Pfeiffer, MD.hE Uncomplicated Guide to Diabetes

Complications Alexandria: The American Diabetes Associatiomw,,11998.
Rubin, Alan L. MD. Diabetes for Dummiellew York: Hungry Minds, Inc, 1999.

Diabetes and Family:

Boshell, Buris R.. The Diabetic at Work and Pl8ypringfield: Charles C. Thomas, 1979.

Maclean, Heather and Barbara Oram. Living With [Btak Toronto: University of Toronto

Press, 1988.

Marcy, Laura Dysart. Diabetes in The FamBpwie: American Diabetes Association, 1982.

- 66 -



Education and Diabetes:

Beaser, Richard S., and Leo P. Krall. Joslin Dieb&tanual Philadelphia: Lea & Febiger,

1989.
Cull, John G., and Richard E. Hardy. Counseling Retiabilitating the DiabetiSpringfield:

Charles C. Thomas, 1974.

Davidson, Mayer. Diabetes Mellitus: Diagnosis améaimentNew York: John Wiley & Sons,

1986.
Guthrie, Diana W. and Richard A Guthrie, MD. Thebetes Sourcebooklew York:

McGraw Hill Companies, 2004.

IOX Assessment Associates. Diabetes Education Hatdlhos Angeles: The Center for Health

Promotion and Education, United States CenterBisease Control, 1988.

Writing Books For Children :

Arizpe, Evelyn and Morag Styles. Children Readingjufes: Interpreting Visual Texts

New York: RoutledgeFalmer, 2003.

Baker, Augusta and Ellin Greene. Storytelling Artda echniqgueNew York: R.R. Bowker

Company, 1987.
Bearne, Eve and Victor Watson. Where Texts andd@dml Meet New York: Routledge, 2000.

Carter, James. Talking Boakdew York: Routledge, 1999.

Cianciolo, Patricia J. Informational Picture Bod&s Children Chicago: American

Library Association, 2000.

Marantz, Kenneth and Sylvia Marantz. The Art ofI@tEn’s Picture BooksNew York: Garland

Publishing, Inc., 1995.
Nodelman, Perry. Words about PicturAthens: The University of Georgia Press, 1988.

Paterson, Katherine. The Invisible Child: On Regdind Writing Books For Children

New York: Dutton Children’s Books, 2001.

Shepard, Aaron. “The Business of Writing for Cheldr” Aaron Shepard’s Kidwriting Page

2001. 28, Oct. 200Bttp://www.aaronshep.com/kidwriter/

-67 -



Vandergrift, Kay E. “Notes For Analysis of a PiauBook.” SCILS 1999. Rutgers, The
State University. 27 Apr. 2006

http://www.scils.rutgers.edu/~kvander/Syllabus/pieanalysis.html

Zinsser, William. Worlds of Childhood: The Art aftaft of Writing For ChildrenBoston:

Houghton Mifflin Company, 1990.

Talking To Children About Difficult Topics :

Carlsson-Paige, Nancy. “Talking About Touch Togi@806. PBS Parent24, Nov. 2006

http://www.pbs.org/parents/talkingwithkids/straesi 10.html

Dowshen, Steven MD. “Talking to Your Child abou&betes.” KidsHealth for Paren2005.

Nemours Foundation. 24, Nov. 2006

http://www.kidshealth.org/parent/manaqging diabditesfy/talking diabetes.html

Kitzinger Celia and Shelia Kitzinger. Tough QuestidBoston: The Harvard Common Press,

1991.
“Talking With Children about Difficult Topics.” 208 The Merck Manuals Online Medical

Library. 24, Nov. 2006ttp://www.merck.com/mmbhe/sec23/ch287/ch287a.html

Trozzi, Maria._Talking With Children About Losklew York: A Perigee Book, 1999.

Children’s Books About Diabetes

Almonte, Paul and Theresa Desmond. The Facts Abalietes New York: Crestwood House,

1991.
Flaherty, Norma. Bo The Puppy With DiabetAsnapolis: Authorhouse, 2002.

Haney, Johannah. Juvenile Diabetdsw York: Marshall Cavendish Corp., 2005.

Peacock, Carol Antoinette, Adair Gregory, and Kgkegory. Sugar Was My Best Food

Morton Grove: Albert Whitman and Co., 1998.

Peacock, Judith. Diabetes: Perspectives on Disgab#liness Minnesota: Capstone Press,

2000.
Taylor, Barbara. Living With Diabetekondon: Aladdin Books, 1989.

- 68 -



Wescott, Nadine Bernard. Even Little Kids get Diglselllinois: Albert Whitman and Company,

1991.

- 069 -



