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Chapterr 6 

Abstract t 

Aim:: To asses the influence of statin therapy on quality of life, anxiety and 

concernss of children with familial hypercholesterolemia (FH) and their parents. 

Methods:: 69 FH children on statin therapy and 87 parents (51 families) 

participatedd in this study Quality of life of the children, and anxiety levels of 

bothh the children and their parents, were investigated using self-report 

questionnaires.. Additionally, a questionnaire was designed to evaluate FH specific 

concernss of these children and their parents on six different topics: 1. Knowledge 

aboutt FH, 2. Experience of the disease, 3. Family communication, 4. Screening, 

5.Diett and 6. Experience of medication therapy. 

Results:: FH children and their parents report no problems with regard to quality 

off  life and anxiety. In contrast, the FH survey did show specific FH related 

concerns.. One-third of the children thinks FH can be cured, 43.5% of the children 

sufferr from the fact they have FH, but taking medication makes them feel safer 

(62.3%).. Almost 38% of the parents experience FH as a burden to their family 

andd 79.3% suffer because their child has FH. 

Conclusion:: Our findings show that statin therapy does not influence the 

psychosociall  functioning of FH children and their parents. To improve the 

knowledgee of FH and family communication, the families would benefit from 

additionall  information focusing on the various aspects of living with FH. This 

wouldd provide a helpful instrument in making these families aware of the disease 

andd improving family communication and might lead to a better compliance. 



Statinn therapy and psychosocial functioning 

Introduction n 

Familiall  hypercholesterolemia (FH) is an inherited autosomal dominant disorder 

off  lipoprotein metabolism caused by mutations in the low-density lipoprotein 

(LDL)) receptor gene. The disorder is associated with high levels of LDL -

cholesteroll  and premature atherosclerosis '. In The Netherlands heterozygous 

FHH is one of the most common inborn errors of metabolism (frequency: 1/400 

persons)2.. Patients show symptoms of premature and severe atherosclerosis at a 

relativelyy young age, sometimes before the age of 30 3. Studies in the general 

populationn have shown that atherogenesis begins in early childhood4. In view of 

thee aggressive nature of cardiovascular disease (CVD) in adult FH patients one 

cann safely assume that atherosclerotic changes begin in early childhood. However, 

thee disease is usually asymptomatic in FH children. The recommended pediatric 

treatmentt consists of dietary fat restriction 5; nevertheless clinical experience 

showss that long-term efficacy of dietary intervention in children is very poor 6. 

Inn adults, treatment with 3-hydroxy-3-methylglutaryl coenzyme A reductase 

inhibitorss (statins) has proven to be successful7. Clinical trials have evaluated the 

efficacyy and safety of statins in FH children between 10 and 17810. As a result of 

thesee and future trials, statins may, if proven to be safe and effective, also become 

thee treatment of choice for children. As a consequence, asymptomatic children 

fromm FH parents will be screened and will constitute a new population in pediatric 

practice.. Since FH is an important risk factor for premature cardiovascular disease 

(somee of the parents of these children already died at an early age) the diagnosis 

andd therapy could provoke feelings of stress and anxiety in these families and 

mayy negatively influence the quality of life of these children. Understanding the 

emotionall  implications of the diagnosis and subsequent therapy is essential to 

thee development of a proper support program for these children and their parents. 

Thee aim of this study was twofold: first, we were interested if statin therapy 

influencedd the quality of life and anxiety levels of the FH children and their 

parents;; secondly, we were interested in the specific FH-related concerns of these 

familiess in order to provide better support in the pediatric practice. To asses 

qualityy of life and anxiety levels, we used generic questionnaires. To investigate 

thee specifically FH-related concerns of the children and their parents, we used a, 

byy the authors specially designed, disease specific questionnaire focusing on 

knowledgee and experience with the disease, family communication, screening, 

diett and medication. 
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Methods s 

Participants s 

AA group of children on statin therapy (n=77) and their parents (56 families) were 

recruitedd from the Pediatric Lipid Clinic of the Emma Children's Hospital of 

thee university of Amsterdam. Inclusion criteria for this study were: age 10 up to 

188 years, LDL-C level > 4.1 mmol/L before statin therapy and one parent 

diagnosedd with FH. The children and parents were invited to participate in this 

studyy and to sign informed consent (by mail). Only families who gave their consent 

weree asked to complete the questionnaires on their next visit to the Lipid Clinic. 

Eightt children (8/77 children, n=69) and their parents (5 families) did not give 

consentt for unknown reasons. A total of 69 children and 87 parents from 51 

familiess participated in this study. Mean age in both the 8 non-responders and 

thee 69 participants was 15.3 years. From the non-responders 62.5 % were boys 

comparedd to 52.2 % in the participants (p=0.579). 

Procedure e 

Thee questionnaires were handed out to the children and their parents at the end 

off  the out patient visits. The interviewer, an independent person (M.C. 

Kerckhoffs),, explained the questionnaire and stayed in the room to answer 

questionss from the children and parents and to make sure all family members 

filledd out the questionnaires. In case of one child and two parents, both parents 

completedd the questionnaire; for two children and two parents, the mother 

answeredd for the eldest child and the father for the other child. In case of two 

childrenn and one parent, the parent tilled out the questionnaire for the eldest 

childd as well as an appendix with a selection of child individual FH specific 

questionss for the other child. 

Instruments s 

Forr the evaluation of quality of life, anxiety and FH related concerns of children 

withh FH and their parents, three questionnaires were used: The Health Related 

Qualityy of Lif e (HRQoL) questionnaire, the trait anxiety inventory and a specific 

FHH survey. The TNO Institute of Prevention and Health, and the Leiden 

Universityy Hospital (A2L), designed the TNO AZL Children's Quality of Life 

questionnairee (TACQoL, 1997) u validated in a large cohort of healthy children. 

Thee trait anxiety was assessed with the Dutch version of the Trait Anxiety 
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Inventoryy for Children 12 and parents 13. The FH specific survey was developed 

byy the authors. 

HRQoLL questionnaire 

Thee TACQoL instrument contains seven scales of eight items: 1. Pain and 

symptoms,, 2. Motor functioning, 3. Autonomy, 4. Cognitive functioning, 5. Social 

functioning,, 6. Positive emotions and 7. Negative emotions. Questions focus on 

healthh problems in the past few weeks and, if so, the emotional response based 

onn a four-points scale. The responses are the health-related component of the 

instrument,, and this is subsequendy reported. Maximum domain scores of the 

TACQoLL are 32 points for the first five domains, and 16 points for the emotional 

scaless (only problems). Higher scores represent a better quality of life. 

Traitt anxiety inventory 

Thee trait- scale, a 20-items self-report scale, measures relatively stable individual 

differencess in anxiety across people. The scale ranges from 20-60 points for 

childrenn and from 20-80 points for parents. Higher scores indicate more anxiety. 

Normativee data are available in: (a) children in primary school, 7 up to 13 years 

oldd (mean across 31.2 for boys and 32.5 for girls), (b) high-school children, 13 up 

too 17 years old (mean scores 28.7 for boys and 32.5 for girls) and (c) mean scores 

forr the parents, based on normative data from a random Dutch population (37.3 

forr man and 39.4 for women) 13. 

Specificc FH survey 

Thiss survey developed in our institution has 39 items in the children's form and 

366 items in the parent's form. Items are expressed as statements in the first 

personn and in the present tense. Children and parents were asked to indicate 

whetherr they agree with a given statement on two different 4-points scales. Twenty-

fourr items in the children survey and 23 items in the parent survey could be 

answeredd by an agreement scale (totally agree, agree, disagree or totally disagree). 

AA frequency scale (almost never, sometimes, often or almost always) was used 

forr 15 items of the children's form and 13 items of the parents' form. The 

children'ss survey consists of six groups of questions: 1. Knowledge about FH, 2. 

Experiencee of the disease, 3. Family communication, 4. Screening, 5. Diet, and 6. 

Experiencingg medication therapy. The parent's survey consists of five groups of 

questions:: 1. Experiencing the disease, 2. Family communication, 3. Screening, 4. 

Diett and 5. Experience of medication therapy. 
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Statisticall analysis 

Health-relatedd quality of life of the FH children was compared with that of a 

randomm sample of 200 healthy Dutch children aged 12 up tol 6 years 14. Normative 

dataa for the TACQoL are presented for adolescents 12 up to 16 years old. Since 

thee FH population included children ranging from 11 to 19 years old, analyses 

weree first performed on the TACQoL domain scores for the FH age groups 11-

155 years (n=43) and 16 -19 years (n=26) to test whether these populations differed 

withh respect to HRQoL. Student's t-tests showed that the domain scores were 

similarr for both groups, so in further analyses the two groups were taken together 

whenn compared with the reference data. 

Thee student's t-test was performed to test the differences between FH children 

andd reference groups on the TACQoL questionnaire, and to compare anxiety of 

FHH children and parents with the Dutch norms for children 12; 13. Comparison 

wimm the normative data for the Trait Anxiety Inventory was performed for boys 

andd girls separately, and for men and women separately. Considering the number 

off  analyses performed in this population, a significant level of 1 % was considered 

too be statistically significant. 

Fromm the FH-specific survey, only the most o^scriminating questions among 

thee different answer categories were selected and translated for presentation in 

thiss paper. Questions answered with the agreement scale were selected if at least 

200 % of the participants answered with 'totally agree/agree' or 'disagree/totally 

disagree'.. The questions of the frequency scale were selected if at least 20 % 

answeredd with 'sometimes' or 'often'. After this selection, still all question 

categoriess were present. 

Results s 

Thee study cohort consisted of 69 children from 51 core families. There were 14 pairs 

off  siblings in the children's cohort and two sets of three siblings. Thirty-six 36 (52 %) 

weree boys and 33 (48 %) girls. The age ranged from 11 up to 19 years. Total cholesterol 

(TC)) (6.88  1.24 mmol/L) and LDL-C (5.22  1.19 mmol/L) without statin therapy 

weree increased (above 95th percentile) for age and gender15. Twenty-two of these 69 

childrenn (32%), had a parent with one or more events of cardiovascular disease. 

Eightt of these 22 children (36%) lost one parent because of FH. 

Eighty-sevenn parents participated in the study with a mean age of 44.6 years 
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(rangee 36-54 years) and 37 (43%) men. Of these parents 41 (47 %) were affected. 

Ninee (10%) parents suffered from cardiovascular disease. 

Healthh related quality of life 

Thee domains measuring TAQoL showed no significant differences between the 

FHH children and healthy peers (table 1). 

Tablee 1. Health-related quality of life scores for children with FH and 

healthyy children 

Painn and symptoms 

Motorr functioning 

Autonomy y 

Cognitivee functioning 

Sociall  functioning 

Positivee emotions 

Negativee emotions 

FH H 

nn = 69 

23.255 (5.2) 

30.166 (2.2) 

31.822 (0.7) 

28.999 (3.3) 

29.599 (2.1) 

13.811 (2.9) 

11.57(2.5) ) 

Normativee scores 

n == 199 

23.577 (5.8) 

29.788 (3.5) 

31.455 (1.8) 

27.855 (3.9) 

28.999 (3.7) 

13.122 (3.1) 

11.70(2.7) ) 

FH== Familial Hypercholesterolemia. All values are given as means (SD), 

p-valuess showed no significance between groups 

Anxiety y 

Onee child and 5 parents did not complete this questionnaire. There was no significant 

differencee between the FH population and the general population (table 2). 

Tablee 2. Trait anxiety inventory of the children and parents 

Children n 
Boyss (n= 36) 

Girlss (n=32) 

Parents s 

Maless (n=36) 

Femaless (n=46) 

FH H 

28.33 (6.0) 

29.66 (7.3) 

34.44 (9.7) 

36.0(11.4) ) 

Normativee scores 

28.77 (6.4) 

32.55 (6.7) 

37.33 (10.3) 

39.4(11.2) ) 

FH== Familial Hypercholesterolemia. All values are given as means (SD), 
p-valuess showed no significance between groups. 
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Specificc concerns 

Afterr selection of the questions of the children's survey, we present 19 items: 11 

too be answered with the agreement scale and 8 with the frequency scale (table 3). 

Thee section knowledge of FH shows that one third of the children disagrees or 

totallyy disagrees with the statement that FH cannot be cured (27.5 % disagree 

andd 5.8 % totally disagree). More than one third (33.3 % disagree and 2.9 % 

totallyy disagree) of the children does not know what they are allowed to eat. The 

sectionn about the experience of the disease shows that 43.5 % (8.7 % % totally agree and 

34.88 % agree) of the children suffer because of FH and almost 29 % (10.1 % 

totallyy agree and 18.8 % agree) feels that they are different from other children. 

Thee section about family communication shows that the children do not ask their 

parentss questions about FH frequently (49.3 % sometimes and 18.8 % never). In 

contrast,, 63.8 % (8.7 % totally agree and 55.1 % agree) of the children indicate 

thatt they talk in the family circle about all the aspects of FH. From the section 

screenings.screenings.isis clear that more than 60 % (31.9 % totally agree and 34.8 % agree) of 

thee children had a say in being tested for FH and that almost 60 % (17.4 % totally 

agreee and 39.1 % agree) wanted to know themselves whether they have FH or 

not.. The dietary questions show that a majority of the children keep a low 

cholesteroll  diet (17.4 % always and 43.5 % often) and more than 50 % (15.9 % 

alwayss and 37.7 % often) take care not to eat too fatty themselves. Almost 29 % 

sometimess keeps a low cholesterol diet at school. The questions about medical 

therapytherapy show that more than 50 % (13.0 % totally agree and 49.3 % agree) of the 

childrenn feel safer using medication. Eighty-one percent (55.1 % disagree and 

26.11 % totally disagree) of the children do not mind taking medication during 

theirr whole life. The medication is taken at regular time points (46.4 % always 

andd 23.2 % often), but many children sometimes forget to take it (44.9 %). 

Thee answers of 87 parents on the specific FH survey are summari2ed in table 

4.. After selection of the questions we present 18 items: 7 to be answered with 

thee agreement scale and 11 with the frequency scale. The section experience of the 

diseasedisease shows that 79.3 % (24.1 % totally agree and 55.2 % agree) of the parents 

sufferr because their child has FH and 37.9 % (8.0 % totally agree and 29.9 % 

agree)) answers that FH, as a genetic disease is a burden to the family. Fifty-one 

percentt of the parents sometimes worry about the future of their child, but they 

aree seldom afraid that their child becomes ill (33.3 % sometimes, 66.7 % never). 

Moree than 40 % (50.6 % never) is worried of becoming ill themselves. 

96 6 



Statinn therapy and psychosocial functioning 

Tablee 3. Children's survey (n=69) 

nrr Question Totally agree <%) Agree (%) Disagree (%) Totally disagree (%) 

Knowledgee about FH 
11 FH cannot be cured 27.5 39.1 27.5 5.8 
22 When having FH it is 75.4 21.7 1.4 1.4 

evenn more important to 
neverr start smoking 

33 I know what is allowed 11.6 52.2 33.3 2.9 
too eat when having FH 
andd what not 

Experiencee of the disease 
44 I suffer trom the &ct 8.7 34.8 40.6 14.5 

thatt I have FH 
55 Because ofFH, I feel 10.1 18.8 0 71.0 

differentt from other children 
Familyy communication Totally agree (%) Agree (%) Disagree (%) Totally disagree (%) 

66 m our family we talk about 8.7 55.1 29.0 5.8 
alll  aspects that concern FH 

Alwayss (%) Often (%) Sometimes (%) Never (%) 
77 If I have questions about 10.1 21.7 49.3 18.8 

FH,, I will ask my parents 
Screeningg Totally agree (%) Agree (%) Disagree (%) Totally disagree (%) 

88 My parents have asked me 
whetherr I wanted to be 
testedd for FH. 

99 It wanted to know myself 
whetherr I have FH 

Diet t 
100 My friends know what I am 

nott allowed to eat 

31.9 9 

17.4 4 

1.4 4 

Alwayss (%) 
111 I keep a low cholesterol diet 17.4 
122 1 find it hard to keep to my 

loww cholesterol diet 
133 I myself take care not to 

eatt fatty 
144 At school I keep a low 

cholesteroll  diet 

14.5 5 

15.9 9 

24.6 6 

Experiencee of Totally agree (%) 
medicationn therapy 
155 I feel safer now I am using 13.0 

medication n 
166 I don not like the fact 2.9 9 

havingg to take medication 
myy whole life 

Alwayss (%) 
177 My parents remind me that 17.4 

II  have to take my pills 
188 I take my pills at regular 

timee points 
199 Sometimes I forget to take 

myy pills 

46.4 4 

4.3 3 

34.8 8 

39.1 1 

31.9 9 

Oftenn (%) 
43.5 5 
17.4 4 

37.7 7 

29.0 0 

Agreee (%) 

49.3 3 

14.5 5 

Oftenn (%) 
8.7 7 

23.2 2 

2.9 9 

17.4 4 

24.6 6 

40.6 6 

Sometimes s 
30.4 4 
49.3 3 

36.2 2 

29.0 0 

(%) ) 

Disagreee (%) 

18.8 8 

55.1 1 

Sometimes s 
33.3 3 

10.1 1 

44.9 9 

(%) ) 

15.9 9 

18.8 8 

26.1 1 

Neverr (%) 
7.2 2 
18.8 8 

10.1 1 

17.4 4 

Totallyy disagree (%) 

15.9 9 

26.1 1 

Neverr (%) 
39.1 1 

17.4 4 

47.8 8 

FH=familiall  hypercholesterolemia. Percentages exclude missing data 
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Tablee 4. Parents questionnaire (n=87) 

24.1 1 

8.0 0 

4.6 6 

55.2 2 

29.9 9 

18.4 4 

13.8 8 

52.9 9 

64.4 4 

1.1 1 

9.2 2 

8.0 0 

nrr Question Totally agree (%) Agree (%) Disagree (%) Totally disagree (%) 

Experiencee of the disease 
11 I suffer from the fact 

thatt my child has FH 
22 FH as a genetic disease 

iss a burden to our family 
33 The care for my child 

withh FH burdens me a lot 
Alwayss (%) Often (%) Sometimes (%) Never (%) 

44 I worry about the future 4.6 2.3 51.7 41.4 
off  my child 

55 I am afraid that my child 0 0 33.3 66.7 
withh FH wil l become ill 

66 I worry about becoming 3.4 1.1 40.2 50.6 
il ll  myself 

Familyy communication Always (%) Often (%) Sometimes (%) Never (%) 
77 I talk about FH with 8.0 16.1 71.3 4.6 

myy child 
88 If my child has questions 27.6 9.2 48.3 14.9 

aboutt FH he will turn to 
mee or my partner 

Screeningg Totally agree (%) Agree (%) Disagree (%) Totally disagree (%) 
99 I rather should not 1.1 28.7 0 65.5 

havee known that my 
childd has FH 

100 My child was allowed to 19.5 37.9 32.2 10.3 
decidee himself whether 
too be tested for FH 

Diet t 
111 I allow my child to not 9.2 74.7 14.9 1.1 

alwayss keep a low 
cholesteroll  food 

Alwayss (%) Often (%) Sometimes (%) Never (%) 
122 My child takes care 24.1 18.4 48.3 8.0 

himselff  not to eat too fat 
133 I find it difficult to watch 2.3 8.0 47.1 42.5 

thatt my child eats littl e fat 
144 Keeping a healthy diet gives 1.1 4.6 37.9 56.3 

risee to trouble with my child 
Experiencee of Totally agree (%) Agree (%) Disagree (%) Totally disagree (%) 
medicationn therapy 
155 Taking pills causes conflicts 2.3 4.6 47.1 46.0 

Alwayss (%) Often (%) Sometimes (%) Never (%) 
166 I have to remind my 13.8 12.6 35.6 37.9 

childd to take his pills 
177 My child takes his 77.0 13.8 6.9 0 

medicationn at regular 
timee points 

188 Sometimes my child forgets 1.1 3.4 50.6 44.8 
too take his pills 

FH=familiall  hypercholesterolemia. Percentages exclude missing data 
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Fromm the section family communication, it becomes clear that majority of the parents 

talkss with their child about FH (4.6 % never). Almost 15% of the parents say 

thatt their child will never turn to them with a question about FH. Concerning the 

diet,diet, 83.9 % (9.2 % totally agree and 74.7 % agree) of the parents agrees with the 

statementt that they not always keep their child on a low cholesterol diet and 

almostt 47.1 % sometimes find it difficult to check whether their child keeps the 

diet.. From the section experience of medication therapy, 13.8 % of the parents answers 

thatt they always have to remind their child to take the pills, and 77.0 % answers 

thatt their child always takes pills at regular time points. 

Discussion n 

Inn the present study we could not identify any problems with regard to quality of 

lif ee and anxiety in FH children treated with statins and their parents. In contrast, 

ourr results do show that FH specific problems are often seen in these families. 

Froesee et al. (1980) were the first to investigate psychosocial functioning of 

FHH children I6. They concluded that the emotional impact of the premature 

deathh of an affected parent is greater than that of having FH. In the past decade, 

onlyy a few studies focused on the psychological aspects of FH. Studies on the 

psychosociall  effects of dietary treatment in children did not show major 

differencess when compared with healthy controls. Problems of psychosocial 

functioningg were more associated with demographic characteristics and with the 

deathh or disease of a parent17"19. In a pilot study, a self-designed small questionnaire 

forr parents and interviews with FH children were obtained 20. The parents were 

askedd about their attitude to the diagnosis and the treatment of FH in childhood. 

Thee children were asked about their know-how, initial reaction to the diagnosis 

andd their worries about the cholesterol level and cardiovascular disease. The 

authorss compared the responses of families with and without a history of 

cardiovascularr disease and concluded that most parents did not report psychosocial 

problemss in their children. 

If,, like in FH, a complete cure is not possible, it becomes important to establish 

thatt treatment really makes patients feel better. In clinical practice, our aims must 

constantlyy be critically evaluated in the light of quality and quantity of life 21. 

Recently,, the concept of quality of life has been introduced for the evaluation of 

thee consequences of a disease for both adults and children. Children with FH 
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aree not clinically ill , but the knowledge of future risks and the awareness of 

havingg the disease by taking medication every day could influence their quality of 

life.. However, our results showed no impaired quality of life in these children. To 

thee best of our knowledge the present study is the to focus specifically on the 

qualityy of life in children with FH and the first study evaluating the quality of life 

off  an asymptomatic genetic disease in childhood. 

Despitee all the information they receive about FH at the lipi d Clinic, our children 

doo not have elevated anxiety levels. This is in line with other studies, which show 

thatt openly being informed about diagnosis and prognosis benefits the emotional 

welll  being of children 22. However, children and parents in our study do report 

FH-specificc concerns. Despite, extensive information given by the physician about 

FHH and it's consequences for the life of these children, the knowledge about 

theirr disease seems poor. Most striking is that one third of the children disagrees 

withh the statement that FH cannot be cured and with the statement that they 

knoww what they are allowed to eat. Knowledge about the treatment and the disease 

iss essential for the patient's compliance, but information alone is not enough to 

promotee behavioral changes required to manage the disease. Other factors, such 

ass a positive attitude towards the disease and treatment, therapeutic motivation 

andd emotional well being are also associated with better compliance 23. 

Thee children put forward that they suffer because they have FH, but this survey 

alsoo shows that taking pills makes the children feel safer and moreover, they do 

nott mind taking medication their whole life. However, most children have to be 

remindedd by their parents to take medication, and sometimes the children forget 

too take them. In addition, children find it hard to keep a cholesterol-lowering diet 

andd do not take care of it themselves. These results also show that the role of the 

parentt is crucial since they have to support their children in the medication and 

dietaryy treatment. The parental support together with improving the child's 

knowledgee of the disease will hopefully help changing the attitude towards the 

therapyy and therefore have a positive influence on the prognosis of the children. 

Concerningg family communication, more than half of the children say they 

talkk about FH in their family but a vast majority of children says that they would 

onlyy sometimes or even never ask their parents questions about FH. Approxi-

matelyy the same outcome was seen in the parents. From the parents' survey, we 

couldd conclude that also the parents suffer because their child has FH. They 

experiencee this genetically determined disease as a burden to their family and a lot 

off  parents fear the future of their child. Understanding the parents' major concerns 
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andd meeting the expectations from the medical visit are extremely important to 

achievee a good pediatric compliance 24. Reassurance of the parents about their 

child'ss future is essential because worries and guilt feelings of the parents could be 

off  negative influence on the psychosocial development of the child. 

Studyy limitations 

Thesee children frequently (2-4 times a year) visit our Pediatric Lipid Clinic. During 

everyy visit extensive information about the disease is given. This could lead to an 

underestimationn of the results for the total FH population and may suggest that 

otherr FH children and parents will have higher scores on the various items. 

Furthermore,, the study does not include information about the social-economic 

statuss of the parents. We do not know whether their educational level represents 

thee general FH population. The cohort of this study was too small to evaluate 

thee risk factors for the worries and the concerns reported in this population. 

Futuree research will have to prove whether risk factors such as a positive family 

historyy of CVD influences these worries and concerns. 

Conclusion n 

Thee data of our study show that statin treatment does not influence the 

psychosociall  functioning of these children and their parents and therefore, will 

nott form an obstacle to treat FH children in the nearby future. However, our 

resultss do show that the knowledge of the children about the disease is poor, 

thatt children and parents suffer because of FH and that family communication 

couldd be improved. Frequent visits to the Lipid Clinic do not change these aspects, 

butt the way the information about FH is given probably will . We suggest that 

besidess an open communication improving compliance of medication therapy 

andd lifestyle advices between the pediatrician and these children and parents about 

thee treatment and future risks of FH there seems to be a need for additional 

information,, which is available at home. A FH web-site, special information 

booklett or patients association could be helpful in supporting these families. The 

informationn should be focused on several aspects of living with FH, explanations 

aboutt the disease and the need for compliance with a healthy lifestyle and 

medicationn therapy. Opening the discussion about FH at home could make these 

familiess more aware of the disease and could be helpful in improving compliance 

off  medication therapy and lifestyle advices. 
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