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Background. 22q11 deletion syndrome (22q11DS)

is one of the most common multiple anomaly

syndromes, and many dentists are likely to meet

patients with the syndrome. Odontological

research has focused on describing and analysing

conditions ⁄ concepts based on the current state of

knowledge within the dental profession. Yet, these

research topics are not necessarily the most

important issues for the patients.

Aims. To explore and describe, by use of

Grounded theory, parents’ experiences of oral

health issues and needs for dental care in their

children with 22q11DS.

Design. Twelve parents from different regions in

Sweden were interviewed. Analyses were carried

out according to Grounded theory.

Results. Parents recognised good oral health as

important for the wellbeing of their children. Oral

health was a concern and the parents described

the fight for this as struggling in vain for good oral

health in their child.

Conclusions. Parents not only described their

children’s oral health as important but also hard

to gain. Thus, it is important that all patients

with disabilities, regardless of whether there is a

defined medical diagnosis or not, are identified

and well taken care of in the dental care

system.

Introduction

Although the 22q11.2 deletion syndrome

(22q11DS) is one of the most common multi-

ple anomaly syndromes with an incidence of

about one per 4000 newborns1–3, it is still

under-diagnosed4. Many dentists are likely to

meet patients with the diagnosis and it is thus

important that foremost specialist in paediat-

ric dentistry and special care dentists are

familiar with 22q11DS.

The 22q11DS is caused by a hemizygous

deletion of the q11.2 band of chromosome

22. In the beginning of the 1990s, this micro

deletion was detected in the majority of

patients with DiGeorge syndrome and velo-

cardiofacial syndrome, and it became clear

that the original descriptions of these syn-

dromes included various presentations of the

same syndrome5. Nowadays the collective

term 22q11 deletion syndrome (22q11DS) is

commonly used for the syndrome although

the original labels also are used.

The condition has an autosomal dominant

inheritance, where approximately 80–90% of

the deletions occur de novo5. The phenotypic

spectrum is wide and includes characteristic

features such as congenital heart defects,

velopharyngeal insufficiency with or with-

out cleft palate, infectious problems due to

thymic hypoplasia, feeding difficulties, hypo-

calcaemia ⁄hypoparathyroidism, developmen-

tal delay, learning disabilities, and behavioural

abnormalities. Other malformations can occur,

for example, urinary tract, skeletal, and neu-

rological. The clinical appearance varies con-

siderably and several patients show a complex

medical picture2,6–9. Yet, it is common to find

that a patient has several less severe symp-

toms, but added up these symptoms cause
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substantial disability10. The diagnosis is usually

established at an early age for children with

cardiac defects, whereas individuals without

these problems have a risk of diagnostic delay.

Developmental delay, learning difficulties or

speech–language impairment are the most

frequent symptoms leading to diagnosis in the

latter group8.

Previous clinical and histological studies

have reported that high frequency of dental

aberrations, foremost enamel hypoplasia and

hypomineralisation, as well as high caries

prevalence in patients with 22q11DS11,12.

Apart from dietary and oral hygiene problems,

impaired saliva secretion and altered composi-

tion regarding electrolytes and proteins are

plausible explanations for the cariologic prob-

lems seen in many patients with 22q11DS13.

The clinical impression is that oral health

issues are important for this group of patients,

however, studies on this topic are lacking.

Odontological research has focused primarily

on describing and analysing oral tissues, func-

tions, conditions, or concepts based on the

current state of knowledge within the dental

profession. Yet, these research topics are not

necessarily the most important issues for the

patients. This is especially true when meeting

patients with more rare conditions. For exam-

ple, a previous study on oral aspects of rare

conditions showed that parents paid more

attention to how dental care was provided

than to the oral health issues14. The child’s

disability affected all aspects of family life and

living, and oral health issues were not really

on the agenda. The same pattern was

revealed when interviewing patients with dis-

abilities15. This is a problem as medical condi-

tions ⁄disabilities increase the risk for oral

health problems. If the patients or their prox-

ies do not recognise oral health issues as

important, professionals have an even greater

responsibility to provide good oral care for

these groups of patients in order to ensure

them oral health on equal terms with the rest

of the population. As 22q11DS is a relatively

common diagnosis where oral health prob-

lems are known, this study provides an

opportunity to study this complexity.

The aim of this study was, therefore, to

explore and describe, by use of Grounded

theory, parents’ experiences of oral health

issues and needs for dental care in their chil-

dren with 22q11DS.

Method

Grounded theory

In this study the inductive qualitative

research method Grounded theory (GT) was

used16. GT is especially suitable when study-

ing a phenomenon that is previously sparsely

studied. It is also suitable when one wants to

gain new knowledge on a previously studied

area. The aim of a GT study is to deepen the

knowledge and understanding of a phenome-

non and to create a theory that can explain

and ⁄or predict this phenomenon. Grounded

theory is rooted in symbolic interactionism

and includes the assumption that meaning is

constructed and changed by interactions

among people17. GT can also be seen as a

product of pragmatism and factor analysis18.

Three versions of GT have emerged; classical

GT16 which ontologically is closer to positiv-

ism, because it is implicitly assumed that there

is a real reality out there that can be discov-

ered through emerging categories without

being affected by the ‘objective’ researcher19.

Modified GT, where Strauss and Corbin20

further developed the method towards a post-

positivistic standard and also presented a

coding paradigm for facilitating the analysis

process. The basic methodological principles

are maintained, but Strauss and Corbin20 state

that the researcher interprets data rather than

seeing categories emerging from the data.

Later, Charmaz21 developed a constructivist

Grounded theory aimed at giving an interpre-

tative understanding of the studied area.

Ontologically, Charmaz21,22 assumes that

there are multiple realities, rather than the

one and only ‘real reality’, and argues that

‘grounded theories are constructions of real-

ity’. In this study we have been influenced by

the classical version of GT16.

Participants and procedure

Efforts were made to cover different aspects

of the 22q11 DS in terms the child’s age at
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diagnose, age of the child at time of inter-

view, living area, and family structure. Par-

ents were chosen as informants as we wanted

to explore viewpoints on oral health issues

regardless of age. Parents interested in partici-

pating were recruited in collaboration with

the Swedish patient organisation and the

22q11DS team at Sahlgrenska University Hos-

pital in Göteborg. The first couple of partici-

pants were recruited this way. A selection of

participants were then made to include

parents whose children represented different

ages, and also different ages at the time of

disclosure of diagnosis. This was important

as the possibilities to diagnose 22q11 DS as

well as the awareness ⁄knowledge about the

diagnosis have developed over the passed

10–15 years. Further, participants were recru-

ited from other parts of Sweden (cities, smal-

ler towns, and country side living) in order to

reflect possible differences in medical and

dental care, both mothers and fathers were

included, and the participants represented tra-

ditional families with two parents as well as

single parent families. Twelve parents (2

fathers, 10 mothers) living in different regions

of Sweden participated. None of the parents

had 22q11DS. Their children diagnosed with

22q11DS (five girls ⁄ females, seven boy-

s ⁄ males) were 2–40 years of age when the

interviews were conducted. Their mean age

was 18.5 years (two preschool age, two

school age, two teenagers, and six adults).

The children’s age at disclosure of 22q11DS

varied from first week of life to over 30 years

of age. They had a mean age of 11.5 at diag-

nosis (five under the age of 2, four school age

or teenage, three adults).

Open, tape-recorded interviews were car-

ried out by one of the authors (U.H.) in a

conversational style in the informant’s homes

or via telephone as requested by the infor-

mants, lasting up to 90 min. Telephone inter-

views are frequently used to collect data in

qualitative research. Despite that the nonver-

bal language get lost, there is at least one

major advantage; the possibility to interview

participants at a long distance. Thereby, the

study group gets more heterogeneous which

also contributes to the transferability of the

results23. An interview guide was used and

comprised the informants’ experiences, priori-

tisation, thoughts and feelings on oral health

care and treatments for their children. The

informants had the opportunity to raise ques-

tions of relevance to them and the inter-

viewer asked relevant follow up and probing

questions during the interview. Data collec-

tion and analyses were conducted simulta-

neously and continued until new interviews

did not provide any additional information,

that is, so called saturation was reached.

Analysis

The data were analysed in a hierarchical cod-

ing process, that is, open and selective cod-

ing16. Open coding means line-by-line reading

of the data and asking questions to the data

such as: ‘What is expressed here? What is the

meaning of this?’ By this, the substance of the

data was captured and segmented into sub-

stantive codes, which were labelled concretely

either with words from the informants, in vivo

codes or by words from the authors, in vitro

codes. At the end of the process of open cod-

ing, codes with similar contents were grouped

together in categories. These categories were

given more abstract labels than the codes

belonging to it. In the selective coding a core-

category, central in the data, emerged describ-

ing what it was all about, and the categories

were saturated with additional information,

assessed by new interviews or added by

re-coding previously assessed data, that is,

theoretical sampling. During the entire process

of analysis, ideas, preliminary assumptions,

and theoretical reflections were written down

in notes or ‘memos’16. The results were pre-

sented to and discussed with a group of par-

ents and individuals with 22q11DS as means

for validation. The audience all recognised

their own situation and struggled when hear-

ing about the results. This is one way to vali-

date research results, to go back to the

participants and let them decide whether they

find the results reasonable or not24.

Results

During the analysis process a core category

emerged labelled struggling in vain for good
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oral health in their child which illustrates the

parents’ concern and struggle for good oral

health in their children. It was also obvious

that receiving a diagnosis was important to

gain legitimacy for the children’s oral health

problems in the dental office.

But…well, one becomes chastened with time. I’ve

been doing this for 28 years. All I can say is that

I’ve done absolutely everything in my power. And so

says those around me too. I have spoken to God and

to everyone I know, and …

The children’s oral health was of concern

to the parents. Many parents described dis-

coloured teeth and bad enamel as oral

symptoms of their children’s diagnosis, and

described how this increased the risk for

dental caries. In addition, carious lesions led

to discoloured teeth which affected the chil-

dren’s smiles and appearances in a negative

way. Many children were unable to under-

stand the importance of taking good care of

their teeth on a daily basis. This was a

major problem especially in the older or

grown up children; individuals that were

really expected to take responsibility for

their oral health. The parents were engaged

on a full time basis (as parents, not as pro-

fessionals) in the care of their child but

there were often more acute physical and

psychological problems that were regarded

as more important than the oral health

issues. Thus, the dental and oral health had

to stand back for more general health prob-

lems. The knowledge and engagement from

the dental health care professionals also var-

ied from clinic to clinic or from dentist to

dentist. Taken together this was seen as

main barriers for gaining good oral health in

their children. This is presented as a model

in Fig. 1. These barriers are further described

as categories below and selected quotations

are indented to further illuminate the cate-

gories.

Heterogeneous caring competence

During the analysis, it became obvious that

the informants had very different experiences

regarding dental health care professionals’

approach towards them and their child. Some

of the informants described how the person-

nel were very understanding and seemed to

have significant knowledge of the diagnosis

and treatment needs. Some professionals also

engaged more in the child’s care than they

were obliged to, such as transferring the child

with them as a patient if they got a new job

in another dental clinic. These parents felt

secure and convinced that their children’s

oral health were in the best of hands. At the

same time there were some informants that

described how they had encountered dental

health care professionals without any knowl-

edge regarding the diagnosis, how it affected

the oral health, or how to meet and treat

their child. Some informants perceived the

dentists blaming them as parents for the

child’s dental problems. This was more com-

mon among informants whose children had

received the diagnosis at an older age. The

disclosure of the diagnosis had sometimes led

to a shift in attitudes from the dentists.

Instead of seeing the child’s oral health prob-

lems as a result of bad dietary and oral

hygiene habits, they saw the child’s dental

problems as part of a medical diagnosis. Yet,

still several parents had experienced how the

dentists were unsure of how to treat the chil-

dren and that they as parents had to take

more responsibilities than they thought was

fair. For example, some described how the

Fig. 1. Model showing the core category struggling in vain

for good oral health in their child in relation to the five

categories. The struggle in vain can be described as a

burden under the categories, and the categories constitute

a barrier for gaining good oral health in the children with

22q11DS.

286 G. Klingberg, U. Hallberg & S. Óskarsdóttir
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choice of treatment strategies or modes of

treatment were sometimes left for them to

decide in situations where the dentists were

unsure of how to deal with the child’s dental

problems or if the child did not cooperate

with the treatment. Some informants also

described how they sometimes had had no

other choice than to hold the child by force

in order for their child to have a dental

examination or treatment. This was seen as

violation both concerning the child and the

parent. These children did not want to go to

the dental health care clinic.

And when we get there it turns out that it is up to

us, as parents, to decide if she is going to have a

GA or if they should give her a tablet instead. And

… well, how are we supposed to know what’s best?

No, sorry but we cannot make this decision for you,

they say… and okay… but what’s best for my

daughter?

Down prioritising oral health

The informants described how they had to

prioritise medical issues or other psychologi-

cal and physical problems in their children.

Oral health was not the main priority. There

always seemed to be general health prob-

lems that were more urgent or more impor-

tant for their children’s medical and

psychological wellbeing. This included a

wide range of problems from urgent heart

surgery, immunological problems, to neuro-

psychiatric or psychiatric problems, to prob-

lems at school, or peer relations. The

informants were aware of the problem of

not being able to prioritise oral health issues,

but they felt unable to do anything about it.

They described having to take responsibility

for scheduling appointments at the dental

health clinics in order to make sure that the

child should receive regular care and this

was a responsibility they would like to hand

over to the dental health care professionals

instead.

Her teeth were not so important, in relation to her

psychiatric and medical health. I have to say that …
it sort of … it wasn’t highly prioritised.

Keeping pace with daily oral care and acute oral

problems

Some informants described their children

having major dental caries problems despite

careful daily oral health care owing to

impaired enamel. Other informants lacked

explanation from the dentists to why their

children’s teeth were discoloured. The infor-

mants described how they felt that they had

nagged about the importance of brushing

one’s teeth carefully twice a day for the

child’s entire life. Many of the parents had

continued to brush their children’s teeth even

until their children had reached their late

teens. They had a strong wish to take extra

good care of their children’s teeth in order to

avoid dental caries. In spite of this, their chil-

dren developed new cavities over and over

again. Some of the children had physical diffi-

culties making it difficult to carry out oral

hygiene procedures. Further, some of the

children did not understand the importance

of taking care of their teeth were not moti-

vated, or lacked the energy to care about

their oral health. The energy and time for

oral health was focused on oral hygiene and

taking care of dental problems as they

occurred.

… it wasn’t the main concern … apart from

brushing her teeth twice a day and that we saw the

dentist and made sure that any cavities were taken

care of.

Supporting normalisation in the child

The children diagnosed with 22q11DS were

described as expressing a wish to be like

everyone else also regarding oral health issues

and oral health care. They did not want their

teeth to be discoloured; instead they wanted

to have good looking teeth like everybody

else. The informants described how their chil-

dren felt sad for their sometimes yellow or

brownish looking teeth. The financial part

was difficult for many of the grown up chil-

dren. Many did not have regular jobs owing

to problems related to the diagnosis, and the

costs for dental care were not bearable. In
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addition, concerning oral self care the chil-

dren wanted to be like others. Several parents

described that they had bought powered

toothbrushes in order to facilitate tooth

brushing for the child as well as the parent,

who often helped the child brushing the

teeth. Many children reacted negatively to

the powered toothbrush at first, and thought

that they had been given this kind of tooth-

brush owing to their disability or diagnosis.

Consequently, they wanted to keep their old

toothbrush instead. After the parents had

explained to them that many people use

powered toothbrushes the children accepted

this.

I bought one of those … I mean he has had it for

several years now… a powered toothbrush. He is

averse to all those things… things that … might

make it easier for him because he thinks that…
well, he thinks it has to do with his diagnosis. He

kind of… just wants to be normal. But then I tell

him that he’s not the only one using a powered

toothbrush, everyone does. Well almost. Then, he

says like … well he thinks it is OK to use it after all.

Having difficulties in setting limits

The informant described the dilemma of par-

enting a child with a disability. At the same

time as the parents had to be supporting and

encouraging, they also had to set up rules

and boundaries. The informants frequently

described problems related to feeding, diet,

and eating habits. For example, some children

wanted to eat a lot of candy or drink soft

drinks every day. The parents knew that this

was really negative for their children’s dental

health, especially as the children had an

increased risk for dental caries. The same par-

ents described how they had problems in

being firm towards the child regarding restric-

tions. In many situations this need for sweets

had been helpful for the child, for example,

after complicated heart surgeries when it was

important to make the child eat and drink

something. In addition, many of the children

had suffered from nutrition problems, difficul-

ties to eat, etc., and in these situations it had

been important to feed the child with some-

thing they liked and wanted to eat. Some

informants described how their children had

been addicted to a certain kind of lemonade

and experienced head ache when the parents

tried to be firm and restrictive towards the

lemonade consumption. The informants also

described how their children forgot not to eat

or drink after tooth brushing at night.

There is one thing she really likes a lot, and that is

drinking Coke. It has been both a blessing and a

curse. And she is well aware of that. When she had

her heart surgery, the very first thing she asked for,

already at the ICU, was Coke and pizza.

Discussion

This study has presented a model showing

that parents of children with 22q11DS recog-

nise good oral health as important for the

wellbeing of their children. Oral health was a

concern and the parents described the fight

for this as struggling in vain for good oral

health in their child. They were well aware of

the different oral health problems that are

prevalent in 22q11DS and were especially

worried about caries problems, discoloured

teeth, expensive dental care for the grown up

children, and for difficulties in motivating

their children to good oral health habits

including tooth brushing. A medical diagnosis

was important to gain legitimacy for the oral

health problems when seeing the dentist.

Having a child with a disability is known to

imply stress on parents and family14,25,26, and

this study clearly showed that also oral health

issues constituted a potential stressor. This is

important knowledge for the dentists as it is

essential that the dental staff understands and

acknowledges that oral health problems in

children with disabilities increase the burden

on parents. Several oral health problems have

been described in 22q11DS11–13, and this

information was accessible to the dental

teams responsible for the dental care of the

children in the study through, for example,

PubMed. Still, several parents shared

experiences of meeting of dental health care

professionals who were not acquainted with

the diagnosis at all. For some families, the
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parents had been blamed for the dental

health problems in the child with 22q11DS.

The dental teams had suggested improper diet

or oral hygiene and did not acknowledge the

problems that come with being a child with

numerous infections, need for hospitalisation,

etc., as concomitant factors for the dental

problems. Often the more holistic under-

standing did not occur until the diagnosis was

established and the dentist had received more

information about the syndrome.

The diagnosis implied legitimacy and

understanding for the oral health issues. This

is an interesting and an important finding;

obviously, the parents perceived that their

children’s oral health problems were appro-

ached by the dentists in a different way once

the medical diagnosis was disclosed although

the dental problems remained the same.

There is really no good explanation for this.

From a professional point of view, all patients

should be cared for and treated equally based

on their dental and oral health status. Look-

ing at the medical history of these patients,

all of them had medical problems such as,

congenital heart defects, immunological prob-

lems, etc. and did not pass as healthy

patients. The disclosure of 22q11DS could not

possibly have changed that picture. From that

perspective, it might even be alarming if

patients with multiple but more isolated

medical problems are not acknowledged as

patients needing special attention and under-

standing from the dental team. These prob-

lems were captured in the category

heterogeneous caring competence.

Yet, there could be plausible explanations

for the different approaches from the dental

teams. One concerns strategies when meeting

patients with different medical conditions or

syndromes. Previous research suggested that

dental personnel have very different attitudes

and that, for example, professional commit-

ment, experience, training, knowledge, and

organisation and work environment are

important27. These factors also reflect educa-

tional issues as there is still limited training

and lecturing about special care patients in

undergraduate education for dentists28,29.

Another possible explanation concerns the

lack of information on dental or oral health

aspects in medical conditions. For the majority

of rare diagnoses, there are no studies at all on

specific oral health issues related to the diag-

nosis. It is therefore plausible that many

patients with rare conditions (and their fami-

lies) frequently come across oral health profes-

sionals with no, or limited, knowledge about

oral health aspects of the specific diagnosis.

This is of course far from optimal. For the

majority of disabilities the diagnosis as such,

that is, the underlying cause of a condition,

does not affect dental hard tissues, mucosa, or

saliva, and there should not be an increased

risk for dental health problems from the begin-

ning. Yet, disabilities affect many other aspects

of life that in turn may lead to oral health

problems, and this must be recognised by pro-

fessionals while meeting these patients in the

dental office. Many conditions go hand in

hand with learning disabilities and ⁄or neuro-

psychiatric problems. Although these problems

do probably not increase the risk for dental

health problems in childhood per se, they often

impose cooperation and behaviour problems

that make any dental treatment a challenge

for the dentist. Thus, in a more long term per-

spective, it is likely to find an impaired dental

health in these groups of patients30. Other

aspects likely to affect oral health are dietary

habits, medication, feeding problems, hypo-

tonic muscles, etc. Based on this, just knowing

a (child) patient has a disability or a medical

condition should ring a bell to the dental team

that oral health could be at risk.

Although there might be limited literature

available for many diagnoses, and even spar-

ser when it comes to oral health issues, all

dental teams need to work out strategies to

ensure quality in the care for patients with

disabilities. These could preferably include

seeking medical and dental information about

the diagnosis, allowing more time for anam-

nesis, and communication with patients (and

parents) to learn to know the individual

patient better, ensuring sufficient time for the

appointments in order to reduce the risk of

stress during treatment, and continuous edu-

cation in dental care for patients with disabili-

ties for all members of the dental team.

Several parents in this study perceived

that their children had more dental health
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problems than others, and that their children

not always received comprehensive dental

treatment. Only limited research has been

conducted in this area. The findings from this

study are supported by reports on parents of

children with Down syndrome in the UK31.

Parents in that study expressed that their

children had unmet dental treatment needs,

and that they wanted more preventive dental

measures and collaboration with other health

professionals. The authors also concluded that

the parents urged for sympathetic dentists

who were good communicators and well

informed about their child’s diagnosis31, find-

ings that support the results in this study.

In this study, the children, whose parents

were interviewed, had a wide age range.

Some had received their diagnosis at an early

age; others were older when 22q11DS was

disclosed. The age differences implied a varia-

tion in experiences and these were reflected

in the interviews. The different ages of the

children were essential in order to gain a

more complete understanding of parents’ per-

ceptions of the oral health issues. It was thus

important to learn also from parents of older

children as their experiences are useful for

understanding how meeting and caring for

the child patients of today can be improved.

There is always a risk for bias also in a

study using qualitative methods in terms of

the information being more easily gathered

from people that have an interest or knowl-

edge about the subject. For this study, the

strategic sampling tried to embrace informants

who were not interested in oral health

aspects of the syndrome. Therefore, the two

categories pinpointing the fact that oral

health issues have to stand back for medical

problems and managing the everyday life in a

family where one’s daughter or son happened

to have a disability (Down prioritising oral

health and Keeping pace with daily oral care

and acute oral problems) are of special inter-

est. The results are supported by previous

reports of oral health issues being margina-

lised in the wider context of health and daily

life for people with disabilities14,15. These

findings are essential reminders for dental

health care professionals that dental issues

are not top priority for the patients ⁄ families.

This does not mean that oral health is not

important, but the life situations for these

families imply that they have to focus on

other aspects of health and wellbeing. As dis-

ability may increase the risk for oral health

problems, the fact that the individual patient

and her ⁄his family have other items on their

main agenda implies higher demands on the

dental team in order to prevent these

problems.

Parenting a child with a disability puts

strain on the family, and differs from parent-

ing a child without disability32–34. Regardless

of the age of their child, informants in this

study described the dilemma of supporting

the child almost endlessly and at the same

time having to work hard to be consistent

regarding boundaries. This was captured in

the section ‘Having difficulties in setting lim-

its’. Much of this concerned eating habits,

food, and nutrition which are closely related

to dental health. Parents described a wish to

have an authoritative style in their parenting,

but that this was difficult, a finding in line

with previous studies34. They really wanted

the best for their child, and were well aware

of the potential dental problems related to

poor eating habits. But at the same time they

had to consider other health issues in case of

children with nutritional or eating problems.

Sometimes allowing sweetened beverages or

fast food was a way to avoid conflicts, and on

some occasions they just felt a need to spoil

their son ⁄daughter for a while. All these

aspects are understandable and should not be

looked upon as part of a permissive parenting

style where the parents do not care about diet

or dental health. Instead, it may serve as a

good example of the complexity and chal-

lenges when parenting a child with disability.

From a dental health point of view the par-

enting aspects may be problematic. But just

informing about good or ideal dietary or oral

hygiene habits will not improve the oral

health for the person with 22q11DS. Instead,

the dental treatment plan has to take parent-

ing dilemmas into consideration and modify

communication and preventive strategies to

the individual patient in order to prevent oral

health problems. It is advocated that treat-

ment include more chair side prevention than
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what is usually needed for other healthy

patients with similar oral health conditions.

As many patients with 22q11DS have prob-

lems cooperating with dental treatment

owing to cognitive impairment, neuropsychi-

atric problems, etc., prevention is even more

important in order to maintain good oral

health.

The descriptions of how the children

expressed that they wanted to be like every-

one else (found in the section ‘Supporting

normalisation in the child’) also regarding

oral heath was reassuring to find. It implies

that oral health is important to people with

22q11DS. The sons and daughters were aware

of problems with decay and discoloration,

and this bothered them. At the same time,

they had difficulties taking full responsibility

for their dental health, for example, many of

the informants described their children as

having problems managing their oral hygiene.

The fact that several of them had increased

costs for their dental care compared with oth-

ers of the same age was pointed out as espe-

cially unfair and problematic. The parents

expressed that the dental problems were not

caused by the son ⁄daughter or family, but

rather an effect of the syndrome as such.

Therefore, they demanded extended help

from the dental teams and society (in terms

of financial support) in order to ensure that

their child, regardless of age, should have the

same possibility as others to gain and preserve

good oral health.

In conclusion, there are several risk factors

for impaired oral health in individuals diag-

nosed with 22q11DS. Parents not only

described their children’s oral health as

important, but also hard to gain, as some-

thing they had to fight for against all odds.

This fight included achieving proper dental

care from dental teams with knowledge about

22q11DS as well as the challenges that come

with being a family with a child with disabil-

ity. Oral health had to compete with many

other issues that were on the agenda. Prob-

lems of gaining legitimacy for oral health

issues, especially before the medical diagnosis

was known, may increase the risk for

impaired oral health in individuals with

22q11DS. Thus, it is important that all

patients with disabilities, regardless of

whether there is a defined medical diagnosis

or not, are identified and well taken care of

in the dental care system.

What this paper adds
d Insight into how parents of children with disabilities

perceive that they have to fight for good oral health in

their children.
d Knowledge about the oral health dilemmas in patients

with 22q11 deletion syndrome.
d Parents’ descriptions of how a defined medical diagno-

sis is important to gain legitimacy for oral health prob-

lems at the dental office.

Why this paper is important to paediatric dentists
d Learning from parents’ perceptions of the children’s

dental care can help paediatric dentists to further

develop and improve dental care for children with

disabilities.
d It is important to recognise oral health problems in

children with disabilities regardless of the underlying

diagnosis.

Acknowledgements

We are grateful to all the participants who

shared their thoughts and feelings with us.

We thank the Committee for Mental and

Physical Disabilities, Region Västra Götaland,
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� 2010 The Authors

Journal compilation � 2010 BSPD, IAPD and Blackwell Publishing Ltd



Copyright of International Journal of Paediatric Dentistry is the property of Wiley-Blackwell and its content

may not be copied or emailed to multiple sites or posted to a listserv without the copyright holder's express

written permission. However, users may print, download, or email articles for individual use.


