This paper has been accepted for publication in Sociology of Health & Iliness, and the final (edited, revised
and typeset) version of this paper will be published in Sociology of Health & lliness, Volume 42, by Wiley
Online, All rights reserved. © Wiley

In a vigilant state of chronic disruption: How parents with a young child
with type 1 diabetes negotiate events and moments of uncertainty

Nataga Kingod! and Dan Grabowski?

1. Education, Steno Diabetes Center Copenhagen

2. Diabetes Management Research, Steno Diabetes Center Copenhagen

Abstract

Living as a parent and self-care surrogate of angathild with type 1 diabetes (T1D) is demanding
and a disruption to ‘normal’ routinized daily lngnResearch has mainly focused on the time of
diagnosis as a one-time biographical disruptiorthis article, we will show how, in the case of
families with young children with T1D, the biogragdl disruption can be viewed as a continuous
state of vigilance that affects family functioniagd ‘normal’ living. We will show this by focusing
on the temporal events and moments that keep thiéida in a state of what we will term ‘chronic
disruption.” The events are the transitions fromsgitalization to home, home to nursery, nursery to
daycare, and daycare to school and preparatiorsofaal activities concerning the child. The
moments are more fluid, ranging from daily intetraps when daycare workers and teachers call
parents with doubts about self-care to negotiatwitis institutions and municipalities and a
constant state of worry.
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Introduction

The prevalence of diabetes continues to rise gpbBype 1 Diabetes mellitus (T1D) is one of the
most common chronic diseases in childhood, andireBeestimates that the incidence is increasing
(Pattersoret al. 2009). Although T1D onset generally has been ast@utwith early adolescence,
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recently there has been a rapid increase amongychildren of preschool age (Bruebal.2016).
Worldwide, the number of children under 14 yearagé with T1D was estimated to be 497,000 in
2013, with more than a quarter living in Europet{@aonet al. 2014). Despite this rising
incidence, limited research has been done on hewda young child with T1D affects the family

on a daily basis.

T1D is a chronic autoimmune illness with a very deding self-management regime. Continuous
support for daily self-care for T1D is crucial; 95¥fcare is done entirely by patients and families
outside clinical practice settings (Funnell and Arsthn 2004). In general, self-care and management
for T1D are portrayed as challenging, because ithgyire development of knowledge, skills, bodily
and technological know-how, as well as learningfcas such as injecting insulin, changing vials
and needles, and navigating digitalized devices sag insulin pumps and continuous glucose
monitors (Hernandez 1996, Mol and Law 2004, Guel2 Danholt 2013).

While several studies have been conducted on adithts 1D with a focus on self-care, management
and coping, the literature on families with a yowhgd with T1D remains limitedThere are several
reasons why the surrogate role of responding tcill’s blood glucose level is considered
demanding. Self-care for the child requires insayid sensibility regarding how the internal stdte o
the body is influenced by external factors rela®dood and lifestyle, something a young child is
unable to communicate, predict and respond to g@pately (Kingod 2017). Other factors concern
the fact that a young child with T1D cannot condsglf-care and management without the support
of an adult, as the treatment regime is complexglinng administration of insulin, monitoring of
blood glucose, and restrictions in diet and physacévity. The study on parent’s information and
support need’s when a child is diagnosed with typeabetes by Rankiet al.(2014) elucidates how
parents feel overwhelmed by healthcare professsomatructions and advices. Their findings stress

how parent’s need more practical and emotional sugter the diagnose.

A child diagnosed with a chronic illness causessaug@tion not only to the child, but to the whole
family, causing identities and normality to be rgoiated. Although research is lacking on families
with young children with T1D, compelling work omfdies with children with other chronic illnesses
can be found in the social science literature. Biunel-Langner’'s (1996n the shadow of iliness:
Parents and siblings of the chronically ill chifbrtrays families wittchildren with cystic fibrosis
and how they both adjust their idea of a normal &ihd cope with the uncertainty of a biographical

disruption. In relation to uncertainty in the waké illness, there is a long history of studies
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accentuating family or parental coping as a psyadioll resource and showing how contextual

discrepancies influence coping strategies (Norleeaj 2005).

Bury (1982), one of the first to describe chrotiiitess as a biographical disruption, builds on
Gidden’s concept of 'critical situation’ by lookirag the routinized day-to-day situations that are
disturbed by iliness. Bury demonstrated how pewjille rheumatoid arthritis experience both a
bodily and relational disruption. Thus, the biodrapl disruption that Bury and others discuss is
based on the single shocking event of receiving@nibsis — a shock that with time disappears
when living with a chronic condition becomes thevm®rmal. Using her concept ‘vital
conjuncture,’” Jennifer Johnson-Hanks argues fava anthropology of the life course, while
stressing that vital life events are rarely coherelear in direction or fixed in outcome. Instead
should look at the combination of events. Johnsankd has been inspired by Bourdieu’s
conception of the conjuncture of structure andoactiVhen criticizing the popular life-stage
assumption that is widely used interdisciplinatye $ocuses on the notion that institutions and
aspirations are multiple and changeable, havingragtemporal frames. This correlates with
Caroline Bledsoe’s (2002) concept of ‘contingefe Gourse,’” which is based on research on a birth
interval project in Gambia. Through her analysig states thatSenescence is not linear. Rather,
the hardships of life inscribe themselves on thdylad a pace that is contingent on external events”
(p- 322). In her argument that life is not linestre proposes a ‘contingency’ argument while

criticizing the Western approach of measuring hunegmoductive capacity.

Studies in the area of youth research have focosexents, critical moments and transitional
turning points connected to going through and awaiog chronic iliness, however often paying
attention to singularities such as leaving honaatisig a family and transitioning from school to
work (Thomsoret al. 2002). Many of these studies have been inspire@itdgen’s (1991)

definition of a ‘project of self,” which includexperiences of ‘fateful moments’ defined as times
when events come together that are surroundedsky and choices. Although disruption and
uncertainty as concepts are applicable to thesidruof various chronic conditions in a family
system, it is important to investigate both theurabf the chronic illness and its required treatime
regimen, the age of the child at diagnosis, andtmeextual system wherein daily management is

played out.

In the present article, we propose a concept afrébrdisruptions as a specific state of vigilance

that parents are constantly in, from the time afydosis and through the many daily negotiations of
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uncertainty experienced in the surrogate self-oalee We explore this by examining the daily
challenges and problem areas faced by Danish gaoégbung children with T1D, paying attention
to bothdisruptive stable events and fluid moments of uaogty as well as how parents manage

these chronic disruptions by maintaining a consattentive state.

Research setting: contextualizing Danish families ith young children with T1D

About 32,000 people are living with T1D in Denmaniyich accounts for an estimated 10% of the
overall diabetes population (both type 1 and typ@l@rgenseet al. 2016). Of this total, there are
about 3,800 children with T1D in Denmark, of whof07re below 8 years of age.

When young children are diagnosed, this is donegusiglycated hemoglobin (A1C) test that
indicates the average blood glucose level for st fhiree months. An A1C level above 6.5 percent
on two separate tests indicates T1D. Signs ang®yms of T1D usually develop quickly over a
period of weeks and include increased thirst ainhtion, extreme hunger, weight loss, fatigue,
irritability, fruity-smelling breath, blurred visig and/or yeast infection. In Denmark, during
hospitalization, all children with T1D are takerreeaf by multidisciplinary teams, consisting of
pediatric diabetologists, diabetes nurses, dietgiand pediatric psychologists. After the firselke

of hospitalization, children and families are seethe outpatient clinics at least three to foords

a year (Olsemt al.2014).

Parents must acquire knowledge about how to mathegehild’s disease and control his/her blood
glucose level regularly. Limited diabetes educatod support have a negative effect on the child’s
blood glucose level, which can lead to severe caragbns and mortality (Brunet al.2016).A

child with T1D needs lifelong treatment and supfiann adults, because treatment includes
administration of insulin either through an insydmmp or purpose designed pen, monitoring of
blood glucose, and diet restrictions. Thus, diabbtes a major impact on the life of a child, ad wel
as the family or caregivers, and studies have shbatparents found T1D to be an extremely

difficult diagnosis that causes significant familigruption (Whittemoret al. 2012).

Insulin pump treatment is usually offered to peaph® experience poor glycemic control or children
with T1D, as studies have shown that insulin purs@ supports stricter blood glucose control and
prevents or reduces episodes of hypoglycemia (Biekul Keen 2002). Thus, handling an insulin

pump requires the ability to read, calculate arabjgm-solve at a high level. Therefore, daily self-
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care tasks are primarily imposed on parents anelgoaers in daycare institutions. While parents
always play an important role in T1D managemer,dld’s role in T1D management depends on
the child’s age, cognitive development and undaditegy of self-management tasks (Sargent and
Baker 1983, Andertoat al. 1989).

Denmark is a small country of six million peophérig in five regions and 98 municipalities. The

tax funds are used to pay for the different expgetisat Danish society has such as welfare benefits,
state pension, child benefits and for public insigins such as schools, hospitals, and the pdtice.

is the municipalities that deliver social servitepeople with chronic iliness, such as supportrsou
for the child when at nursery (0-1 years of agaycadre (3 years of age) and school (5-6 years of
age). Whereas treatment tools for the child ard fmaiby the regional hospitals, support tools are
paid for by the municipalities. Upon diagnosis, ffaeents must apply to the municipality for
necessary support hours and reimbursement forianalittxpenditures and lost earnings, and often
they must educate social workers on the demandsigdf caring for a child with T1D. Support

hours granted varies from municipality to municipal

Methods

A qualitative study combining offline and onlinetdavas carried out to thoroughly describe the
phenomenon of the challenges and obstacles facpdrients of young children with T1D. To do
this, we employed a phenomenological approach @aat Brinkman 2009, Bernet al. 1993).
Phenomenology as a method obtain descriptionsrts papeople’s lifeworld experience (Husserl

1928). In the following, we describe how we carrged a triangulation of qualitative methods.

Data collection consisted of three phases. Fiistetfocus group discussions were carried out with
nine families with children (from 3-6 years old asidgnosed from 6 months to 4 years old) with
T1D. Second, we conducted an online study of eedosecret Facebook community and, third, we
conducted three in-depth telephone interviews. phasess involving three phases was based on
our initial findings, highlighting three areas forther studies. As such, the whole process was

guided by findings and continually adjusted.
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The research team began the fieldwork offline i three focus group discussions, which were
held at a Danish outpatient diabetes unit; a desbehdocrinologist and two diabetes nurses
managed the recruitment process. The objectiveeofdcus groups was to understand the familial
experience oT 1D at the time of diagnosis as well as the at-hortfecaee work of the child, with a
particular focus on times of uncertainty in theegaver role. Recruitment turned out to be
challenging, as parents of young children with Tar® a vulnerable group with a high level of
distress. Some parents cancelled on the day afisicassion due to lack of time and emotional
resources. The parents in the focus groups repbeied active members of Danish online peer-to-

peer communities on the social media platform Fackb

We therefore chose a combination of offline andnenmethods. The second data collection
process occurred within a Facebook community foemqta of children with T1D. It can be
described as a closed community consisting of 68Mbers. Facebook has three levels of
community building: Open communities, closed comitieis and secret communitigSreating

closed Facebook communities is the most commonadathestablishing an online community
focused on a chronic iliness. Secret groups (cftealler than the larger closed communities)
require invitation by administrators, as they cariv®searched for. Since launching its community
pages function in 2010, Facebook is increasingbdwss a space for individuals to establish health-
related peer-to-peer groups that turn into largractive communities (Kingod 2018). The first
author was allowed access to the larger and geocenaiunity for parents of children witiLD

and to a smaller secret Facebook group consistiBgrmthers of preschool age children with T1D
(one of the mothers in the focus group discussiom&ed as a gatekeeper and allowed us access to
this group). Observations were conducted non-obilysso as not to interfere with the natural
environment (Ngrskov and Rask 2011). Notes werentak interactions within the text-based
posts, just as one would carry out observatiordflime fields to capture any signs of uncertaiimty
the caregiver role; particular attention was paiévtents and moments. Facebook’s built-in
functions were used, such as typing into the sefatthkeywords fronthematic/patternetindings
based on analysis of the focus groups. Searchkslgtthe following keywords: ‘diagnosis,’
‘insertion’, ‘severe hypoglycemia,” ‘hyperglyceniianunicipalities,’ ‘financial support,” ‘nursery,’
daycare’ and school’. The many observations caoigdnline were used as background

information in the analysis.
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In recent literature on online ethnography and dataering, there has been a debate about whether
online data are sufficient in their own right ooshd be combined with offline data, such as
interviews, focus groups and participant observeatigiine 2015). In the third and final data
collection phase, telephone interviews were camigdvith mothers from the secret community to
obtain in-depth knowledge about the immersive ediat role. We were interested in gaining in-
depth insight into the phenomenology of caregivasgvell as the contextualization of the described
problem areas. Spradley (1979) stressed the impataf detailed context descriptions that pay
attention to places, events, actions and activitidally understand a given phenomenon, which we

further unfolded with the interviews.

Focus group moderation and individual interviewsenstructured to allow uncertainty in daily life
to be disclosed, and in this way the many disrustiof daily life became evident. We were inspired
by Seidman (2006), who suggested giving space¢o-ended questions in the first part of the
focus groups using a general, loose frameworkgta being to reveal everyday life experiences
with T1D. After the initial open-ended questiong guided the focus groups and probed answers
to overall themes and questions, moving toward aicegy and disruptions. When gathering
background information from Facebook, we condu&mdvord searches of areas disclosed in the

initial offline data.

In the analysis process, we looked for disagreesnéels of involvement, reactions to certain
expressions, communality of experiences, and theroansensus (Wibeakt al. 2007). In the

second stage of data analysis, while going backantil between patterns and categories, we paid
attention to the stages, events and moments afpfien and uncertainty in relation to the caregiver
role. We worked in a reductionistic manner to themegparents’ conscious experience of illness-
related negotiations in daily life (Husserl 2017hrough the thematization process, we have
developed a working definition of ‘chronic disrupts’ as a descriptive concept to further analyze
the families’ biographical accounts and their lielaghip with social structure. Particularly through
analysis, we revealed chronic disruptions to bentsvand moments the families attended to that
were delineated as having important consequencdarfoly function, quality of life and

wellbeing, for the family, the parents as well fas thild with T1D.
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The focus group discussions were video-recordedrandlated verbatim for later analysis in the
software program NVivo. Informed consent, privaayd confidentiality are basic ethical tenets of
research involving people. The informants werenmied about the possibility of contacting the

clinic for professional emotional support if needed

We scheduled half an hour of free peer-to-peeritatke middle of the discussion, which allowed
informants to share their contact information watich other. The informants expressed gratitude

for the opportunity to meet with like-minded peopligh similar problems and challenges.

Written consent was received from all informantshie study and we have removed personal and
sensitive information from any quotes. When camgyaut research on potentially sensitive issues in
small communities, there is a risk of unintentibpndisclosing the identity of informants if using
direct quotes. The information from Facebook wasduss background data without revealing
sensitive and personalized information. Just oreegbas been used directly from a secret
unsearchable group with written consent from tliermant. We have followed the seven
considerations for researchers before, during adied data gathering offline and online proposed
by Eysenbach and Till (2001). The consideratioesatrusiveness, perceived privacy,
vulnerability, potential harm, informed consentnfidentiality, and intellectual property rights.&h
project design and research approach have undeayahgation and been approved by the Danish
Data Protection Agency (SDS-2017-024 05932).

Results

Onset — the revelation

The diagnosis was the first important disruptivergvfor all parents where they had to acquire new
and complicated knowledge to be able to securéehéh and wellbeing of the child.

The analysis reveals that parents felt overwhellyegrief and anxiety upon diagnosis, which
made it challenging to take in information durihg tveek of hospitalization in relation to their new
caregiver roleThey referred to being ‘bombarded with informatiby’ healthcare professionals,
such as nurses, dieticians, and doctors, rangamg learning about the pathology of the disease to

the many comprehensive care practices, such ad glacose measurements, insulin injections,
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changing vials of insulin, carbohydrate calculasioas well as understanding the child’s individual
blood glucose rhythm and how food and exerciseafiéict it They particularly described their
fear of doing something wrong that would harm thiégdc Handling the needles and attaching an

insertion on the child for insulin injections werensidered difficult.

| thought that | would never learn it (how to attaam insertion on the child). With shaky
hands | practiced it on a teddy bear and even @mramge, and | would go to the
bathroom several times and just cry (Mother ofye&r-old daughter with T1D).

Although initially a daunting procedure, changingiasertion for insulin injection is something
that must be carried out at least twice a week theckfore it became a routinized practice.
However, it was only routinized in the sense thatpractice, at the micro-level, was carried out
without taking into consideration the many (un)ljkemoments when the insertion simply falls off,
making the practice even more frequent. This cbalgben when the child was playing on the
playground, and the cord to the insulin pump gatlstwhich would tear out the insertion, cutting
off the flow of insulin. In this situation, one tfe parents must change it. According to the fasjli
it was always difficult to change the insertionjtasaused the child some pain. However, these
moments were often ritualized to be a ‘cozy momevtien the child could watch a cartoon and
have a small treat like a piece of candy, thusareing a negative experience into a more pleasant
and positive one.

Whereas some parents found the week of hospitalizatressful, other parents said it was even
worse when they left the hospital and had to dubalinformation they had received at the hospital

into practice on their own.

| felt so much stress and | just didn’t want torodp@ the insertion. | just couldn’t! And
we had to go to the hospital for support, but ttiennurses convinced me that | had to
learn it. It was very barrier-breaking to do thatymur own child (Mother of 3-year-
old boy with T1D).

The first period after hospitalization there isadlime to call at the diabetes unit, however many
families found this type of support insufficienedause uncertainty in self-careTdD is likely to
arise many times a day. The type of support famitieed is more experience-based and tailored

knowledge that other families with similar expedes can best offer, through peer communities on



This paper has been accepted for publication in Sociology of Health & Iliness, and the final (edited, revised
and typeset) version of this paper will be published in Sociology of Health & lliness, Volume 42, by Wiley
Online, All rights reserved. © Wiley

the social media platform Facebook. Families takkiedut fear and distress, especially regarding

how to stabilize blood glucose levels outside tbemal range.

And then we came home after 6 days at the hospithive were so afraid. | was happy
about the 24-hour hotline and | used it a lot & leginning. | had no clue. What if | give
her an ice-cream, will | kill her? I just didn’t &w in the beginning (Mother of 4-year-old
girl with T1D).

Controlling blood glucose level involves takingartonsideration how food and exercise affect it,
allowing one to predict their effects. These preditpractices have a constant impact on the
caregiver role, leading to excessive controllinghef child’s blood glucose level out of fear that a
miscalculation might end in severe hypoglycemiahwisk of unconsciousness and coma.
Although a high blood glucose over time might léadbng-term complications, families and
caregivers mostly reported fearing the risk of sevg/poglycemia. Families described posting
about their fear in peer-to-peer support commusivie Facebook. Uploaded posts were concerned
with incidences of experienced severe hypoglycemldch, although rare, were often referred to as

a ‘parent’s worst nightmare.’

Struggling with access to support hours and recogtion

Although the Danish welfare state does supply sttgpofamilies with chronically ill children, to
access these support services require help fromgeigsocial workers at the municipality to
document the complicated caregiver role and thes ffier families without enough supporting
hours.

Families described time-consuming practices of isgesupport hours for the child and
reimbursement for loss of earnin@me municipalities have limited previous experéewith

young children with T1D, and therefore parents nealicate not only daycare workers and school
teachers, but also municipal social workers. Timdifhg accords with interactions on Facebook,
where parents compared granted financial suppothé&child — comparisons that revealed vast
differences across municipalities. The familieswvigwer support hours found it difficult to balance
the uncertainty of daily life with the illness, ambthers were often periodically absent from work
so that they could function as a hotline. Mothersld even take over care for the child at the

institution entirely when care for the child wag performed properly.

10



This paper has been accepted for publication in Sociology of Health & Iliness, and the final (edited, revised
and typeset) version of this paper will be published in Sociology of Health & lliness, Volume 42, by Wiley
Online, All rights reserved. © Wiley

There was a great difference in the number of gahstipport hours across municipalities, and
families revealed a range of 0 to 37 support haurgek. The families with limited granted hours
felt more anxious about handing over responsibititycare to daycare workers and school teachers

in an already strained system with large classsikkis is reflected in a quote:

We have big problems getting extra hours from tlhuigipality. It's a real fight. You
spend a lot of time on municipal matters; whetkisrabout hours for extra support or
additional costs. It can take the breath away fsomeone with a surplus of mental
resources. Everywhere we encounter people who mawaderstanding of type 1 diabetes
and the huge responsibility for care involved. lt&ad. (Father of 3-year-old boy with
T1D).

The quote shows that it was not only support héurghe child that were at issue, but also
additional costs such as rubbing alcohol for blghatose measurements, juice and dextrose,
insulin pump belt bags for the child, and speciabival lotions for eczema and rashes, which are
unwanted side effects of devices that are attatdhéte body to monitor blood glucose. Funds for
these additional costs were typically applied foc@a year, and if granted give a fixed monthly

reimbursementThis is a necessary task in addition to the intenself-care regime.

During an individual interview, the mother of a éay-old girl with T1D described her fight with

her new municipality about receiving enough supporirs for daycare. Due to the limited number
of hours, the daycare workers were having diffieglicaring for the child, resulting in cases oftbot
hypoglycemia and hyperglycemia during a week ind#gcare. She informed us that she was
struggling to maintain her employment, as the deg/waorkers often called her when they were
uncertain about how to perform the caregiver rbéar for her daughter’s safety had forced her to
take sick leave several times, given the many ahsguptions when she must speak with uncertain
daycare workers and the emotional burden of thentiai risk her child was being exposed to. This
was why she had asked her employer for more weHecate days, which allowed her to be close to

the daycare in potential life-threatening situasion

First, we were granted 10 hours, but that was notigh. He (the child) is in a very large
institution, and the environment is often chadficen the leader of the institution

discovered there were not enough hours to condogpiep self-care for my child. Then we
got 20 and now we are down to 15. You must fightiaurs every year. And when there

11
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is a change in staff, and | need to be there o thee new one. And there has been a lot of
turnover (Mother of 4-year-old boy with T1D).

The families did not only face lack of understamgdat municipal level about the great self-care
regime necessary for controlling the child’s blgddcose level. Some families also reported that
schools had rejected the child with T1D due torthacertainty about caregiver procedures. On
these occasions, the families had turned to thesBddiabetes Association for guidance and
support on legal aspects and the correct use af fEgagraphs to put a pressure on the school
board.

Uncertainty about caregiver roles and respong#sliand the vulnerability to any shortcomings in
the daily team around the child were problems femibften discussed with each other in the focus

groups as well as on Facebook.

Passing on the caregiver role

Whereas in the weeks after hospitalization paremitd use the hotline, they also served as a
hotline themselves — for daycare workers and tagacliken uncertainties arose concerning how to
respond to fluctuating blood glucose levels. Familliscussed the difficulties of passing on

knowledge about self-care when they were still vesgcure and engaged in learning it themselves.

When you leave the hospital, you must train dayeamkers, who are very scared. And
when you're scared it's difficult to listen. We veealso beginners and therefore our
training was not structured, and when we became mautinized, we had to change our
explanations. There are so many changes aroundisigiase and especially with the
digitalized technology for monitoring the blood ghse level. We had to change our
treatment protocol several times and that was nigttward for us, but also for people in
our surroundings (Mother to 4-year-old girl withO)JL

The hospital offers two hours general training édirgy institutions; however, parents regarded this
information as too general to be truly supportékhough it is free of charge, not all institutions
can find the time to participate. With just a few,no, support hours, there are few resources for

educating daycare workers and teachers.

12



This paper has been accepted for publication in Sociology of Health & Iliness, and the final (edited, revised
and typeset) version of this paper will be published in Sociology of Health & lliness, Volume 42, by Wiley
Online, All rights reserved. © Wiley

We were extremely challenged in the nursery. |thagle months sick leave, but we used
almost two months in the wardrobe of the nursempéasure the blood glucose and give
insulin. The leader could not find time to edudhie daycare workers and said that we
should consider the daycare a place where she gastccome and play, nothing more’.
Then they were tired of us hanging around and thatiwe should learn to let go. When
my husband for the first time was away for a fewrsche came back to a child that had
an extreme low blood glucose level (crying). Wlidta had been away for 15 more
minutes! They were afraid to give her food becafdeer diabetes (Mother of a 5-year-
old girl with T1D).

Particularly the mothers received many calls ey, related to how to count carbohydrates, how
to raise or lower blood glucose levels, and howawigate the insulin pump. At times there were
malfunctions with the technology, and then onehefparents had to leave work to pick up the
child. This could be a situation where the cord #itaches the insulin pump to the body has fallen
off or the continuous glucose monitor also attadioeithe body and connected to the insulin pump
had lost its signaPosts on ‘insertions’ on Facebook mainly related/hen it suddenly falls of

during playtime and activities and parents havieawe work.

| prepared a lot of documents. Everything they toado and schedules for all the
carbohydrates. Almost like a diabetes book for duesnirhen | thought that it would be
easy for them when they had to measure her blagmbgé. And then they called me all
the time and | had to count carbohydrates for tbger the phone to be able to adjust the
insulin pump. It was very difficult to manage wotkvas called about 20 times a day. |
always have my phone on me. | get very stresskefiget it somewhere. They must be
able to contact me. What if it's something seridddbther of a 4-year-old child with
T1D).

The smartphone has become a necessary lifelineebatthe institutions and the parents.
Smartphones were always carried around close tbdtig, allowing mothers to respond to
emergency calls from daycare workers or teachdrs.riiothers described how the phone’s ring
tone always makes them anxious that something aadhéppened to the child. Mothers would
panic if phone batteries were low or if they wenalble to immediately respond to calls. This is
something the mothers in the secret Facebook groud joke about, however with a serious
undertone. A mother from the secret group descritmed the school secretary called and left a
message on her phone stating that they had acalrand acute situation.” The mother immediately

called back, because she thought her child hadeséypoglycemia. When she talked to the school
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secretary, she informed her that one of her teadied called in sick. Fear of hyperglycemia was
one of the most debated topics in the closed Fatebemmunity and secret group as well as in the

focus groups.

The Danish Diabetes Association states that al@pebple around a T1D child should be
knowledgeable about the disease and be able tideremergency aid for the child (The Diabetes
Association). This was not the case for the inforteaand the observations on Facebook revealed a
more limited support network, often with fewer tHauge people trained to provide self-care for the
child. Parents revealed the difficulties of findipgople in their network to educate as supportive
caregivers, because understanding how to contrctiufating blood glucose levels is not only
something that can be taught by reading manuassatneeds to be practiced continuously in

relation to the individual child’s daily rhythm.

We only have a grandmother. But he can't sleep av&er place. It is just too much to
ask of her because she would have to set her alack all the time. And what if she
didn’t hear the pump alarm. That would just beiltéer | don’t know if | would be able to
let go. But it's a big help that she can pick himavery Wednesday. (Mother of a 5-year-
old boy with T1D).

In the above quote, the mother referred to thethjigitocedure of measuring the blood glucose
level several times. In the focus group discussitres parents talked about how they would take
shifts at night, as the many disruptions in sleafpgons were exhausting and effected parents
throughout the day. With a limited caregiver netkygrarents needed to shadow the child,
following him/her to events and activities suchspsrts and hobbies, playdates, birthday parties
and the like to keep the blood glucose level withim normal range and avoid a potential life-

threatening situation.

There are so many birthdays where | always hae# to the corner. She is so tired of it
and often says ‘mother when are you leaving! Why'tdgou just leave like the other
parents,” and | say to her ‘sweetheart, mommy ke in the corner.” But | cannot hide. |
always have to follow her, when she’s this yourgml always the extra wheel and she
never gets any rest from me.
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On Facebook, parents often posted their concemmst aport and exercise, how to avoid low blood
glucose levels, and how they had to be extra casitiobservant and attentive to the child in these
circumstances. There were also discussions arotied you can let go of control of the child in

relation to playdates, and whether it would be oesfble to educate the child’s friends’ parents.

Discussion

In the literature, biographical disruption has nfleen described as the time of diagnosis when
people or relatives with chronic illness and dikgbnegotiate a new identity. Bluebond-Langner
(2000) considers how, in the year following thdiild’'s diagnosis with cystic fibrosis, families are
‘overwhelmed’ by their new caregiver role. Whileegtioning how parents manage and deal with
their new role as caregiver of the child, she drautsfundamental issues of uncertainty and the
strategies they employ to routinize and normaliaydife. She describes that it very much is a
process of trial and error, where parents try tokwibe caregiver task into everyday life, conclgdin
that over time even interruptions become routinig@debond-Langner 2000: 138). Although her
analysis shows that integration of caregiving tdsksomes routinized, normalized and ordinary
after approximately a year, including less attentmuncertainty and interruptions, this suppositio
is not in accordance with our findings on parerfitgoung children with T1D. Although a
categorization of ordinary and extraordinary evemthie daily life of families with chronically ill
children can be defined as relative, we wish taartpat providing self-care for a child with T1D
involves a state of constant vigilance from theetiofi diagnosis, when parents are negotiating
uncertainty in their surrogate caregiver role. Ftbemoment of diagnosis, the parents must learn,
and very quickly, about how to work as a self-cargogate for the child. There is no time to rest,
grieve, digest and reorient oneself, because diing@and managing the child’s blood glucose is a
24/7 task. T1D affects children’s life in many ations and settings — from mealtimes, play, and
sleep to daycare, school and making friends (Smalédmd Ritholz 2011). A study among older
children describes how managing their diabetesegpainful and unpleasant and how they feel
frustrated with the many daily disruptions causgdblood glucose measurements, insulin
injections, and restrictions on certain foods (Ramk al.2017). A Swedish study concluded that
mothers of children with T1D found self-managenthe child extremely difficult due to
constant control of the blood glucose and theiagresponsibility for the child’s health (Lindstom
et al.2017). Our study indicates that, within a famygtem, the surrogate caregiver role affects

mothers in particular as they have to learn howgease’ the child’s blood glucose fluctuation and
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how to read important signs of danger that thedalikoo young to express (Kingod and Cleal
2019). No matter how experienced parents with a il become in their caregiver role, the
vigilance is still there in the back of their mintd&cause learning how to manage T1D is a chronic

life-long process.

The anthropologist Lewis (1999) argues that ddifi¢yis a diffuse category that can only be
considered in relation to special events. Throlngiir taccounts of the extraordinary challenges, we
can start to understand their everyday life. Byhhghting events as things that stand out from the
daily life background, they can immediately be ¢desed extraordinary in relation to ordinary or
normal and routinized daily living. The many exundioary events and moments that parents have
to deal with have also sharpened their attentidiidod glucose fluctuations the child is too young
to express and communicate (Kingod 2018). At thstesyic level, this is a vigilant state concerning
how to navigate the Danish system so as to reoeu@al financial support. By chronic

disruptions, we are referring to a state in whiahepts are constantly vigilant both towards the
child’s health and surroundings and how to navigiagesystem for necessary support. Although
events and moments are changeable and often alsameredictable, the vigilant condition

becomes ‘normal’.

T1D is not a disease children are born with. Itedeps, still for unknown reasons, at different ages
(in our study the time of diagnosis varied fronmoIbtyears), and therefore the families described
the extraordinary disruptive events and momentoimparison to what they considered to be their
normal life before the diagnosis. With referencéewvis, the events and moments we have focused
on in our analysis only become disruptive becatdislkeeolevels of uncertainty in the caregiver role
and the many obligatory management tasks that mhalki&cult for parents to maintain their

‘normal’ daily life.

The disruptive nature of the T1D diagnosis andikensive self-care regimen was evident in our
analysis and is in accordance with findings fromieastudies on how the complexity of the
caregiver role affects family functioning. A climicstudy showed how parents suffer from post-
traumatic stress syndrome (PTSD) up to four yefaes diagnosis, and this confirms other studies
showing how psychosocial distress or ‘pediatriepting stress’ affects parents’ years after the
child’s diagnosis, with challenges in coping witdifananagement tasks (Whittematal. 2012,
Streisancet al. 2001, Streisandt al. 2005, Jaseet al. 2009). However, these studies did not

investigate the disruptive events and moments fasnédxperience in relation to handing over
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caregiver responsibilities or particularly the marggotiations with institutions they must have in

their unceasing efforts to balance daily life.

T1D is a chronic illness that requires consider&bl@wledge to properly manage and control
fluctuating blood glucose levels. This is not oalynatter of insulin injection, but also often of
predicting how exercise and food will affect thedd glucose as well as planning for and
foreseeing events and moments. Whereas parenfdarato some extent for the events defined as
developmental stages in the child’s institutiorfel &nd routinized activities, such as sport, hebbi
birthdays, and playdates, the moments are more, fluipredictable and continuous. An example
could be a malfunction in the many digital devisash as glucometers, insulin pumps and
continuous glucose monitors or when the blood gacoften for unknown reasons, rises or drops
to unhealthy levels. Common to both events and nmbsris that they tend to continue and are

difficult to predict and routinize.

Inspired by the literature and our empirical materve have developed an analytical concept of
‘chronic disruptions,’ defined as events and momeviten parents negotiate uncertainty and
normalcy in their dual role as both caregiver aatept. We argue that these disruptive events and
moments keep parents in a chronic vigilant stateeir caregiver role in relation to the child. $hi

is with reference to Giddens’ (1991) statement &bmiances when ‘critical moments and events’
have important consequences for people’s livesdartities. Parents have to learn that this chronic

vigilant state is the new normal.

Based on our analysis, we define events as transifrom home to nursery, nursery to daycare and
daycare to school. These are events that all émldnd families, despite chronicity, go through,
thus, these transitions require considerably mogpgration, time off from work and emotional
capacity on the part of parents with a child witDI These transitions are disruptive in that parent
are absent from work, and they must also appleéariunicipality for reimbursement for loss of
earnings so they will have enough time to educayeare workers and school teachers. Although
these events can be planned for, the analysislsegezat differences across municipalities in the
number of support hours granted. With limited suppours, the interruptions become constant, as
lack of training of daycare workers and teachesslte in uncertainty in the caregiver role. Lack of
support hours often means few caregivers, oftetojus or two, and increased vulnerability to
family functioning due to any absence or callingick. This is illustrated when parents must take

over the caregiver role at institutions when dagaaorkers or teachers are sick, or when they are

17



This paper has been accepted for publication in Sociology of Health & Iliness, and the final (edited, revised
and typeset) version of this paper will be published in Sociology of Health & lliness, Volume 42, by Wiley
Online, All rights reserved. © Wiley

called several times a day with questions about teogontrol fluctuating blood glucose levels in
various situations of daily life. As the analyseseals, families often have a poor caregiver networ

to rely on, such as family members or friends waio loe supportive in times of need.

The many uncertain situations surrounding the prestof selfcare were described as ‘stressful,’
because parents had to learn to perform self-carthé child, just as they had to manage their
disrupted identity with continued illness-assodiatientity work in the normalizing process of
adapting to the new situation and caregiver idgiiingod et al., 2017). Johnson-Hanks’ (2000)
concept of ‘vital conjuncture’ describes the digrug nature of the often unpredictable combination
of events among people with chronic illness. Instudy, this was the case with disruptive
everyday moments that were difficult to predict aetlupon suitably. The unpredictability of
disruptive moments was discussed by Bledsoe (200&r study in Gambia using the contingency
argument. In times of hardship such as chronied$ life is even more filled with unpredictable
moments that must to be negotiated. The negot&iimrolved in having a young child with T1D
were in many cases based on fear of hypoglycemenwhanding over responsibility for care to
daycare workers. In a study by Herbert et al. (20fEar of insulin shock was prevalent among
parents when their children with T1D were at schivoBeck’s (1992) study, risks and outcomes

for families with illness were entirely shaped bg social and cultural resources they had at hand.

The methodology of our study was limited to focusugp discussions with families with young
children with T1D and individual interviews with ri@rs, combined with keyword searches in a
larger closed Facebook community and a smalleeseommunity. To capture the nature of how
caregiver tasks are affected by social and matersalurces, life transitions and societal and
institutional responses, as mentioned by Atdtial. (2001), we could have included more
stakeholders in our analysis, such as interviewils daycare workers and school teachers, as well

as ethnographic field observations of daily caregjunteractions and negotiations at institutions.

Conclusion

Using empirical examples, we have tried to gragpréimge of negotiations between parents of
children with T1D and societal institutions as waslthe many disruptive events and moments
families are negotiating in daily life. These negtons are based on the complexities of disease
control and uncertainties in the new caregiver oflthe child. We argue that parents of young

children with T1D find themselves in a special stat chronic vigilance in their effort to function
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as a self-care surrogate for the child, and togateithe system to receive enough support hours for
the child and educate nursery, daycare and schaiminate risk and danger. The topic of
complexities of self-caring has been raised withifferent fields with attention to people of allesy
—young, chronically ill or elderly -, however wilittle attention to the role of relatives to paitie.
Caregiver roles comes in many formats where digsnptto normal living can be momentary, acute
or chronic. Our notion of the parental role asl&c@e surrogate for the child brings attentiorato
highly demanding state of vigilance in order towseadhe health of the child. Our concept of a
vigilant state of disruption can be explored acrtb®r chronic diseases where the caregiver role of
sick children is challenging. While it is importaotunderstand children’s experiences, it remains
important to understand parent’s challenges, pdatity in their roles as carers. More studies are
needed to understand the vigilant state of patertkronically ill children and how disruptive

events and moments manifest among various coraextslisease groups.

T1D may be understood as being particularly vulblerto the decisions and choices of others as
they are responsible for self-care and monitorihteir iliness. This is not to say that this

dependency is not needed or positive, but whemitended to in the proper manner it can affect
the child’s quality of life. Future studies coulddzess this great responsibility for care by paying

attention to control and uncertainty, and espectatiw these aspects affect the child.
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