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Introduction

The material living conditions in most of the Buropean Region have improved in the last
decade and this has been followed by a reduction in many serious diseases which previously
affected the child population (chronic infectious diseases, nutritionzl diseases), Progumably
the acute infectious diseases have also decreased in number, and in any case they are loss
serious becauyse of better nutritional status and better hygieno,

In many countries attention has been drawn to two quite different disease categories:
congenital anomalies and psychoscoclally caused disturbances in normal development, Attention
has heen drawn to these diseages partly because it has been possible for the resourcesa in the
heal th serviees to be directed towards this sector and partly to increased technological,
psychological and sociomedical knowledge, Frobably the increaged attention alss roflects the
risg in the occurrence of the diseagos, It seems that psychasoecial disturbances in normal
development are a growing problem in the industrialized societies, Working conditions cause
more psychological strain. In 2ome countries, the famlly structure is boginning to disintegrate,
and the economic crisis in the Western economy has bapgun to influenee the psychological and social
wellbeing of families, lHowever, the fact that there are few objoctive criteria for measurement
and recording of such disabilities is a major difficulty. There are wide disparities between
different countries in the appareént incidence of these disabilities, but also within the same
country where different findings are obtained, Neverthelesss the preportion of psychosocial
problems in the preschogl age is commonly estimated to bs ahout 10%.

The samc difficulties exist, but to a lesser extent, in respect of other types of hapdicap,
In 8 WHO paper on birth defect survaillancez, goveral epldemiclogical studies are reported as show-
ing that 4 - 7% of livo-born babiss have one or more defects of varying degrees of severity which
can be detected at birth or during infancy. Population studies have shewn that 0,.5% of all new-
borns have & chromosomal defect snd another Q.5% have a metabolic disease of genetic origih, It
is well known that a number of congenital anomalieg are caused by environmental agents including
chemicals, drugs and radistion. Most of the congenital anomaliss are probably of multifactorial
origin. In this respoct the increasing use of chemicals and drugs and the increaszing pollution
of nature pose a growing threat to manking, The begt known casze of envirommental influence on
congenital malformation is the thalidomide catastrophe,

Early detection of handicap is becoming moroe important since thero are now new possibilities
to treat the handicapped or present secondary handicaps, It iz well known that some handicaps

1This working paper is intended for discugsiens ohly and should therefore not be used or quoted
for other purposes. References to countries mentioned hzve not been cleared by the Governments.
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can be cured (e,g., hip dislecation) and others ¢un be successfully treated by dietary or medicinal
means (phenylketonuria, congenital hypothyroidism). Some of the handicaps ere complicuted

(e.g. cerebral palsy).but the results show that increased knowledge and cooperation between spe-
clalists, soclal seientists and institutions for the care of handicapped persons give patients more
chance of leading a bearsble 1ife than previously. In all these ceses, early detection of handi-
cap 18 important. 1f case-finding is delayed, successful treatment will be less likely or weven
totally impossible {e.g. in phenylketonuria, congenltal hypothyroidism).

In recent years a new branch of medical science, taratology has contributed to the early
detection of handicap. Technical development has made it possible to diagnose many of the inoher-
ited metaboliec diseases where the primary bicchemigal defect is known, Unfortunately, most of
these disesses can only be treated symptomatically and with limited sueccess, But since it hag
boen possible to remove amniotic fluid apd cultivate the agnion fluid cells, the knowledge of
chromosome and blochemical defects has been used in prenatal diagnoses and genetic gounselling.

It hes become more and more obvious that registration of handicaps iz of great importance.
Registers cun he used for surveillance and apidemiological research, Steps have been taken to
bulld up international registers, ¢.g. of congenital malformatipng. At the same time it =seeme
that thore is not the same readiness to take the political congsaquences in all respects ol proved
causaltios, e.g. in traffic aecidents.

The WHO Regicnal Gffice has previously bean concerned with early detection and treatment of
handicapping defects in young children; and in 1967 a working group was held on this topic . In
April 1978 birth detect surveillance was discusssd at the thirty=firat World Health Assembly.

The present study follows that of 1967.

Scope and purpcse of the visit

As background for this study, data on present and planned activities in the countries viedted
were collected from literature and interviews, The aim i8 to desceribe and evaluate the organi-
zation behind early detection of handicapped children and the methods used, and alsoe to study the
syatem of referrals for further examinations and/or treatment, The develepment and use of regis-
ters are studiled. It is not the intention to study either primary prevention or treatment of
handicaps, Only children of preschool age are consgidered. The term handicap 13 defined broadly
to include physical as well as mental and functional disabllities of a eertain megnitude (not azrbi-
trarily deolined) which continuously impede the child in its natural development. The handigap
can be unatomlcal, biochemical or environmental . The study is not limited to the health services
but alse covers the utilization of allied health personnel and day=-care institutionsg in the detoo-
tion of handicup in children. Parents are ¢losest to children and in wany situations are the bost
observers, The education of the population in health problems and the parents’ position in the
early detection of handicap ought to be included in the study, but thig hag not been possible for
lack of resources.

DENMARK
1. Demography
The population is around 5 million, The birth rate decreased from 15 o/oo in 1971 to 13 o/oo
in 1976, Nearly 10% of the population 13 below the age of 7 years.
2. lloalth Services
The health gervices are public and financed from direct and indirect taxes, All services

dealing with the detection of handicap in children are free,

In Danmark the general practiticner has an important position in the health services as a
family physician. To & certain degree geoneral practice is @ private occupation, while =11 other
health pergonnel are employed by the State, tha country or the municipality,

WHO Regional Office for Europe. The early detection and treatment of handicapping defects
in young children: Heport on a working group. Copenhagen, 1967.
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3. Prenatal disgnosis

Up to now prenatal diagnosis has been supported by research foundations but since
L Qctober 1973 it has beeh a public activity. Expensez of genetic counselling and cxaminations
are paid by the public.

There are three genetic centres and the alm is to reduce the number of places where amnio-
centesis is done. 3ix hozpitals are recommended,

Today, genetic counselling and prenatal chromosome diagnosis are offered to pregnant wamen;

- if they are 38 years or older

- if a previcus pregnancy has produced a child with a chromosome anomaly

- 1f the woman or the father has chromosome anomaly

- in other cases where the risk is high, for instance if the father 1s 50 years or more or

if a chromosome anomaly has been found in the family.

For prenatal diegnosis of inherited metabolic diseases, genetic counselling 1s available for
pregnant women who in a previous prognancy had a child with a metabolic disease or an x~linked

dizease. After the genetie counselling it is decided if prenatal diagnosis is possible,
In the three Danizh laboratorles, Z0 metabolic diseases can be diagnoses prenatally. The
examinations are elways done in two laboratories. If prenatal diagnosis is not possible in Denmaryk

the amnion ¢ells are sent for examination in two different laboratories cutside the country.

For peural tube defects, every pregnant woman can be referred for genetic counselling and exa-—
wination of alphafetoprotein in the amnion fludd if neural tube defect has been found in the woman
or in the near family. Amniocentesis is dons in the 14th to 15th week of pregnancy under ultra-
sound control. The results of examinationg for chromosome anomalies are available 2-3 weeks later.
Tf the amnion cells are sxiamined for metabolie diseases the results are available 3-8 weeks after
the amniocentesis. It has beon ostimated that 3 000 amnioccenteses are performed sach year,

i.e, in 4-3% of pregnancies. In nearly 90% of cases the indication is that the woman is 35 years
or mare, In 1877, 1 257 amnlocenteses were dons. The frequency of chromosome anomalies in these
cases was 1.1%,

4. Birth and the neonatal period

It is reported that 61% of babies are born in maternity wards, 27% in other wards, 11% in
maternity homes and 1% at home, 1f the baby is born at home or in = matepnity home, the mother is
zasisted by a midwife and a general practitioner aor an obstetriclan. The child is examined shortly
aftar the delivery by the physician present. In a hospltal ward a physician is present at the
birth and examines the baby immediately after delivery and in most cages 2lso before discharge from
the hospital. In these wards an obstetrician is present and examines the child immediately after
the birth, Mozt maternity wards ape located in hospitals with paesdiastric wards, If this is not
the case, & child specialist is =sssigned to the maternity ward as a consultant, This system means
that all risk children are examined by a ghild speclalist befors discharge from hospital. in
some hospitals all the children are examined by the child specialist befers discharge, and if the
maternity ward and the paediatric ward are located in the same hospital it i= usual for o paediatri-
cian to be called for every risk delivery, so that the c¢hild is examined by him immediately alter
delivery. The Apgar score iz recorded in every case. In addition the child is &8t least examined
for external malformations, hip disloecation and the development of icterus. In the birth notifi-
cation 22 types of congenital malformations are listed which the midwife has to look for, As
mentioned, in most cases A& more comprehensive health examination is done by a paedistrician, obste-
trician or a surgeon before discharge of the child, Hea) thy children born without complicaticns
stay an average of 5 days in the ward together with the mother for further nursing and obszervation.
A few days alter the discharge from the hospital the family is visited by the public health nurse
who follows the child's progress in the next few months, and 2t five weeks the child can undergo
a first examination by the family physician, The public health nurse receives a birth notification
with several clinieal datsa 2nd the general practitioner receives n letter with relevant data if the
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child is born at & hospital. If the child presents problems at birth or in the following days

he 18 referred to a paediatric ward for further examinations and/or treatment. Most paediatric
wards have faeilities for short~ or longer term outpatient care of children considered to be at

risk in the neonatal period,

D Screening for inherited metabolic diseases

5.1 Total screening

Today 99.99% of newborns are screened for phenylketonuria and for hypothyroidism, Guthrela's
teat 12 used to screen for phenylketonuria and has been used for several yeara. The egxamination
is ventrallzed in vne laboratory. On average 56 new cases are found each year, i.e. 1 per
12 Q0O births, Screening for hypothyroidizm started in 1978 and it is expected to show 15 cases
each yeayr. Guthrie cards are alsoc used for hypothyroid screening. It 13 estimated that screen-
ing and treatment of patients in Denmark save soclety nearly 2100 000 per diagnosed casze. Conaj-
deration has to be given to using the thinlayer chromatograph techniques instead of Guthrie's test,
because they allow screening for several metabolic diseases at the same time and theraby decrease
the expenditure for each detected case. In the near future it is contemplated to start screening
for galactosaemia of which 2ix new cases are expected to be found each year. It is estimated
that in Denmark today three-guarters of the cases are diagnosed too late to be treated successfully.
I't has been deecided not to introduce total screening for cystic fibrosis. A study has been done
uzing examinations of the meconium. This test 13 not at the moment usetul for total screening
hecause there are too many false positive results, Instead, selective screening for eystic
fibrosis is being introedused all over the country by analygis of the echloride content in swent,

Exporionce has shown that it is important to centralize population socreening. On the othor
hand, the population basis must not be too large if the organization of the sereening procedures
i3 Lo be kept intact. The 3 million population of the country should serve as a good buse for
one screening centre, Experience has also shown that it is important to inform the population
about the different kinds of screening performed so that parents will he prepared 1f something
abnormal is found in their child. It will also diminish anxiety in the cases of false poaitive
reésults where a new examination is necessary. Information to the population i3 not yot syste-

matically provided in Dennark.

9.2 felective screconing

In Denmark &0 of the metabollc diseases where the primary biochemical defecst is wall known
can he Investipated. Treatment iz the consequence in very few cases where a diagnosis has been
made, but it has a consequence for genetic counselling if the woman haz & new pregnancy. 1t 1=
estimated that 10% of children hospitalized in pasdiatriec wards should be screened for inherited
metabolic diseanes, This 18 not done partly because of limited capacity and partly because the
knowledge of these diseases ts not yet widespread among physicians.

[ Health survelllance

.1 General practitioners

Since 1#46 every child has beon offered nine routine preventive examinations at preachool age.
Three of them are offered in the first year of life, two in the zscond year of 1ife, and the remain-
dor once yearly. Recause of the general practitioner's central position in the Danish health
services, he performs nearly all the examinaticns, Only a few children are examined at child
health stations statfed by a paediatrician. The examinations done up to now have had a scmatic
oriented action. Initiully the alm was to reduce infant mortality and prevent serious physical
diseases. Subsequently the aim was to check as early as possible on a broader spectyum of somatic
handicaps, and behavioural and learning probloms. However, experience in recent years shows that
there has heen 4 marked décrease in the occurrence of somatiec diseases among ¢hildren, For any
general practitioners the examinetions have therefore been boring routines. Today psychosoclally
caused handicaps among children are found to be a considerable problem and many are not detected
until the child begins schoal, In this light & new approach to routine examinations of children
will be introduced at the end of 1978, This new zpproach is not intended to expand the examina-
tions but to redirect the priorities. In the first two years of life the examinations of the
child's physical health condition and motor development are still of great importancea. After this
it 18 recommended that the physical part of the examinations be done only if it iz required.
Instead, greatest importance will be attached to evaluation of the sense organs and psychosocial
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development. It is 8180 recommended that the general practitioner devote a good deal of time to
orienting himself through dialogue with the parents and observation of the chlid's behaviour.
The new examindtions are briefly as follows: ’

- S=woeks oxamination: history of pregnancy and birth, somatic aspeets, relations betweeen
parents and the child;

- S~month examingtion: the c¢hild's use of its sense organs, motor development, tha child's
contact with its surroundings;

- 10~month examination: use of sense organs, motor development, interaction with the
surroundings;

- 15-month examination: motor development, development of independence;

- 2Z-yeay examination: independence, development of vocabulary and speech:

- 3-year examination: psyechosogial development;

= 4-year sxamination: sight (aight test), vocabulary and speech (speech test);
- S—year examination: hearing {(audiometry), fitness for school;

- @=year oxamination: fitness for school,

If the examinations show any abnormality or if the physician suspects an abnoermality there

are excellent possibilitiles of referral for further examinations. The different institutionhs
for care of handicapped persons (sight, hearing, speech, mental function) are being developed to
offer intensive ambulatory examination and observaticn of children. Besides this, general prac-

titioners can refer to specialist physicians apd paychologists, and physicians can cooperate with
public health nurses and day-care institutions for further observation of children.

The routine examinations are offered to the publie. They depend on voluntary participation
and physiciang have considerable liberty in administering the system, A weakness of the system
is that by no means all families take up the offer to have their child regularly examined.
Exporience shows that if children are not examined in the first 2«13 years of life they will later
have development problema in more than half of cases. However, the utilization rate is gradually
ihcreasing, For all age-groups the rate of utiligetion was S50% in 1976, In 1948~689, when total
utilization was 72%, the distribution in age-groups and geographlc areas was studied, it was
found that utilization was nearly 100% for the 5-week examination and that 1t gradually decreaszed
thereafter to 50% for the é-year examination. The utilization rate was lowest in the capital and
riural municipalities, Experience shows that a great part of the children who do not attend come
from families with poor social conditions (e.g. single mothers, lmmigrant families) or have mothers
who do not dare to esk for permission from their jobs to accompany the child, Others do not bring
their children because they are well eoxamined elsewhere or because they do not regard it as meaning-
ful to have an apparently healthy child examined. It is now recommended that physicians call in
all the children who do not attend as expected.

The effactivensss of the examinztions has not been evaluated, but it is known that some
children reach school age having problems with the sense organsg or psychosoeial handicaps which
have not been detected in the examinations. It has been discussed whother it would be valuable
te introduge intense screening of 4-year-old children. The aim would be to have all children
examined, possibly a2t home. This ides has risen partly because not all children are sxamined in
the last years before school ape and partly because there still are good possibilities to treat
developmental problems at 4 years of age. It iz held that the sereening should be a real test
of speech, hearing, sight and psychosocial development, The argument agsinst an intense soreening
4t 4 years ls that each ape offers different possibilities to examine a ¢hild, so that a yearly
aexamination allows a better evaluation. There have alze been arguments against testing in the
true sense of the word. Tt is said that general practitioners are not educated to test children
and that the parents are not motivated to have their children tested.
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6.2 Public health nurses

Since 1837 there have been publie haalth nurses, Since 1974 the publiec health nursing
3ystem has been compulsory for all the municipalities. It is estimated that the requirement is
of one nurse per B 000 population. Today the nurses are found nearly all over the country. Legs
than 1% of famiiles refuse visits of the nurses. The syatem was originally introduced to control
marbkidity and mortality in the first year of life, Since then it has gradually changed, As
infant morkidity and mortality heve decreased while development, gocial and paychological probloms
have tnereased, the system has changed and emphasis is now also placed on detesction and treatment
of the latter problems, Originally children received a number of visits in their firat year of
life, Now the nuraes visit children as required. It i3 up to them, in cooperation with tho
family and the geneoral practitioner, to decide how often a child has to be visited end when the
vigsits can stop, It i3 also up to the nurse to declide which children are at risk. In those
cages she can continue to visit after the first year of life. The changes in the system have como
aboutl slowly. Most children are still visited an average of 9-10 times in the first year of life;
however, only 3% of children of 1-8 years are visited although it is estimated that 10-15% are at
risk. The nurses examine the neonatal reflexes and the motor skills et the different ages.
Psychological development is checked as well ag the child's reactions te stimuli, and speech.
The height, weight and hewd cirqumference are measzured. The observations are compared with the
inforeation the nurse gets from the parents.

There 18 no general prineciple concerning the place of public health nurses in the primary

health services, It 15 obvious that cooperation between the general practitioner and the nurse
isa lmportant, but in the large municipalities this eooperation iz difficult because of lack of
client identity. It is also stated that cooperatlon can be impeded by the faet that the nurses

are employed by the public whereas general pragtitiopers work in a private capacity. Apart from
their work with genera) practitioners, tho nurses cooparate with socisl workers and school health
nurzes, and wlth day-eare institutions, and county peediatric hospital departments. Usually the
nurses contact pgeneral practitioners if they find problems, But their right to make their own
referrals for further examinations is increasing.

In 1974 a screening examination (the Boel test) was introduced by the nurses, with every
¢hild being examined between 7 and 9 meonths. This sersening has quickly spresd to other munici-
palities.  The screening comprises a hearing test, a sight test and & development test to evaluate
the child's motor development and interaction with the surroundings. The screening gives infor-
mation about the selective attention which usually develops at about 6 months. Without tho abi-
lity for gelective attention a child has difficulty to learn language and communicate with the
surrourklings, The screening cen ulso yreveal paychomotor and psychological deviations, in which
early detection is of degigive importance for treatment, Experience in Copenhagen shows that
abnormalities are found in 3% of children. In nearly all these gases the sbnormalities are con-
firmed at specinlist clinics, The experience also indicates that parents are interested in the
screening and do not view it as a test.

After discussions on the value of screening for 4-year-oids, the nurses in the municipality
af Copenhagen undexrtock a project for screening 150 children aged 3 years and 10 months in the
autumn of 1978. It was decided that in this screening, sight would be tested, motor development
evaluated, and preonounciation, vocabulary and understanding of lenguage examined. Through conver-
sation with the parents and observation of the child the paycholeogical and social conditions woulkd
ba evaluated. Thé parents would be informed in advance about the screening and all abnormalities
would bhe discussed with them. Experience of screening of 4-year-olds in Sweden shows that it is
dlfficult to follow up those children with abnormalities and that the same problems sre often
tfound again when A& child sturts in achool. In the Copenhagon project it was decided that the
nurses would follow up the children even if an abneormality was found, and that they could call for
appropriate agsistance from other parts of the health or secial services,

7. Day-care inatitutions

An average of 10% of children of 0-2 years in the country go te infant day nurseries and 35%
of children of 36 years to kindergartens. The variations between different geographic sreas arve
large. The costs of running the day-care institutions are met partly by the parents using them
and partly by the local sccial authority, Up to 1275 all children in the day-care institutions
ware regularly seen by a physician. This system was aboliszhed partly becsauze of the existing
routine examinations by private practitioners and partly for economic reasons,
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As menticned earlier, attendance for the routine examinations is not high for children of

3-6 years. In Copenbagen it is estimated that one-fifth of children in day-care institutions
require an examination by their family physician, but this could not be done elither for practical
reasons or because the parents were not motlvated. Theo teachers who work in infant day nurseries
are trained in hygiene, illness and social medicine so0 A5 to snable them to observe and describe
symptems of illness and know when to recommend calling in medigal personnel. Teachers in kinder-
gartens are not trained in these matters to the same oxtent but they have lesaons in psychology,
psychiatry and social medicine. Although a few years ago the personnel in day-care institutions

was reduced by 10-20% for economic reasons, the teschers play an important role in the early datec—
tion ofF handicap by virtue of their experience and education, However, they lack supervision

and counselling by medical personnel. A propossl has been made to introduce a consultant system,
under which the teachers would make the primary observations and call in a consultant if necessary.

8. Registers

Denmark is preparing to establish a register of all congenital malformations in order to

join the International Clearinghouse for Birth Defecta Monitering Systems. The registration
will be based on birth notification and reports of 5-month examinations by general practitioners.
It is estimated that 90% of anomalies are found at the age of 5 months, In the birth notifica=-

tion the midwife must, by law, roport évery case of malformation scen at birth or shortly after.
Later on the intention is to complete the repister and to follow up children with different mal-
formations, This can be done by taking the nationwide electronic data on 2l)l diseases investi—
gated and/or treated at hospitals and by visiting institutions for care of handicapped perscns,

It has for many years been the physician’s duty to report all handicaps for which it 18 con-
sidered that the growing child snd the family will need help from institutions. Suech handieaps
inglude:

- gpeech defects including harelip, eleft palate

- blindness and gevere sight defects (0.05% of Danish children have severe sight handicap
and 3% have one-sided defects)

- deafness and sovere loss of hearing
- mental defects (the incidence is not known for sure but it is estimated to 1-1.5%).

Supported by grants from foundations, a reglster of cerebral palsy was established in 1967.
Through reports of some institutions and regular visits to other institutions in different parts
of the country, the register has been bullt up. Today the registration of cases of cerebral
palsy detected since 1950 is nearly complete in the eastern half of the country. At the moment
the aim is to perfoym the registration nationwide. Among T-year—olds, Z cagses of cersbral palsy
per 1000 children are reglstered today, 90% being congenital (pre or perinatzl) and 10% postnatal.
The register shows that in the beginning of the 1950s, 2.6 new cases were detected per 1000 live—
born children; and at the end of the 19605, 2.0 new ¢cases wereo detected, It i3 stated that the
20% decrease in frequency of cases is primarily due to the increased activities for treatment of
rerinatal complications,

3PAIN

1. Dempg va phz

The population is arcund 35 million. The birth rate is decreasing, 45 years ago it was
24 o/o0 and now i3 18 o/vo. The proportion of children helow the age of 7 is estimated at 15%.
Z, Health gervices

Today 85-90% of the population is covered by social security. This means that every servige
under the health system ig free for this part of the population. In the primary health services
@ach tamily has a general practitioner and & paediatrician, The paediastricians are responsible

for children aged Q-7. Generally the general practitionsr and the psediatrician de not work underp




Ce/MCH otz
page B

the same roof. Some § Q00 physicians have the right te call themselves pasdiatriciang, To be
8 pacdiatrician today requires 3 yoars of paediatric training. The coverage of paediatricians
variles greatly from provinee to province, from one per 500 children in the best equipped areas
to one per 4 00Q, There is a considerable private health sector related to primary, maternity
and hospital sexvices.

The running of the health services was the responaibility of different ministriles until about
a year ago, when the Ministry of Health end Social Security was created. Thua teday the immediate
tagk is to build up & general plcture of the health services, to coordinate activities and to plan
noew initiatives.

3. Pronatal diagnosis

Techniques like amniccentesis, cultivation of amnion fluild ecells, chromosome apalyzis and
diagnesis of inherited metabolic diseases can be performed, but the capacity is low. Moreover,
prenatal diagnosis has very few consequences because abertion - even for medica) reasong - 18 not
allowed. FPrenatal diagnosis is therefore done in few cases. Another problem was that family
planning was impeded by the law. The use of contraceptives was not accepted until roceontly,
when the law was changed.

There 15 one main genetic centre in Madrid to which ehildren with all kinds of handicap are
referred from the whole country, In this centre chromosome analysis can be done and genetic
counselling given. The centre started a year ago. Spread over the country there are 20 minor
genetic units usually connected to a paediatric ward, maternity ward or laboratory.

The First step in setting up 15 family planning centres has besn taken. The aim initlally is Lo
train personnel which later on can work in the 75 family planning centres due to be established.

4, Birth and neonatal period

It is estimated that G0-70% of children are born &t public hespitals under the soclal sECurity
systom. On averapge, newborns are discharged from the hespitals two days after the delivery, to-
gether with the mother. All children are examined by & paediatrician or an obstetrician before
dlacharpge. 20-30% are born in private maternity wards where the standard varies. Approximately
10% are born at home, The mother usually does not receive ingtructions on nursing and feading
the child during the two days' stay at the hospital. There 15 no systematic recording of preg-
nancy, delivery and state of the newborn, but it is planned to establish a record on each child.

Neonatal services have been introduced in many hospitals spread over the country but real
naonatal units exist at only three hospitals today. One of the leading hospitals, La Paz in
Madrid, has one of the largest maternity wards in the world with 30 Q00 deliveries per year. At
this hospital assistance is given by a midwife if the pregnancy has been normal and the mother is
healthy. In risk deliveries, the mother is assisted by an obstetrieian and a paediatrician.

Fach child is examined by a paediatrician befors it is 8§ hours old. All risk children and children
with identified problems can be referred to a neonata) unit, At this hospital the first and only
social paediatrie unit in the country is located; it attends to =11 children with recognlized
problems both physical, mental and social, The children are examined at the age of 5 weeks,

5 months, 10 months, 30 months and then at 2, 3, 4 and 6 years. A urine sample for amino acld
screening is collected from each child before discharge from the hospital. On this ccecasion a
nuras completes a short guestionnaire on the family. This gue=stionnaire iz used to identily all

children expected to be at risk, who are then examined regularly in the social paediatric unit.
The unit uses a comprohensive record with somatic and socloeconomic data on the whole family.

To a small (unkpnown) extent, it is possible to follow up risk children at hospitals in the
reat of tho country, but usually they are referred te the primary health services.

5. Sereening for inherited metabolic diseases

3.1 Total scresuing

Examinations for inherited matabolic diseases started 10 years age but for the first time
this year thay have boen officially accopted as part of the health servieces and are financed by

social security.
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Today, there are four groups for total screening. The chromatography technigue is used znd
therefore the children are not only screened for phenylketonuria, but at the same time for all
other aminopathies, The 4 groups comprise half of the 600 000 newborms in the country. Blood
as well as urine samples are exanmined. The samples are collected arvund the 15th day. By this
Lime nearly all childran have been discharged from the hospital and the samples have to be col-
lected by the parents. They are given & description of the sample collection technique and told

what the children wil) be examined for. tmly 40% of parentz send samples to the laboratories.
The possibility is now being discussed of taking the samples at the hospitals the day the chilg
i discharged (second day).

h.2 Belective screening

RBesides the laboratories for screening for aminopathies there is a centre for glycogenesis,
& centre for lipidosgiz, a centre for mucopolysaccharildoses and a centre for endoerine dissases.
Each of these centres covers the whole country.

b Health surveillance

As mentioned, primary health services are provided by general practitioners who are respon-—
5ible for parents =nd children over the age of 7, and paediatricians who are responsible for
chiidren of O~7 years. In Spain routine preventive examinations of ghildren of preschool age are
not carried cut, The family woes to the paesdiatrician if there are health problems with the
child,; and the predominant problems are still infectious and nutritional diseases,. FPublig health
centres for children of preschool age are usually open 1-2 hours deily and, on sverage, = paedia—
tricien hag to see 50 children per hour. Outside these two hours a day there is no paediatric
care in the primary health services for children that get zick, and parents are expected to consult
general practitioners. However, many apply directly to the hospitals which are usually open even
for patients that do not have a reference from & physiclan in the primary services,

It is contemplated to introduce routine preventive examinations, one of the reasons being
that many not previously detected handicaps are found in ghilldren starting school. It is esti-
mated that GO0 OOQ children in a population of 10 000 000 below tha age of 13 have a mental sub-
normality.

A visziting health nurse system does not exist.

7. Day-care institutions

It is not known how many children use day nurseries and kindergartens, but day-care institu-
tions are a2 growing prhenomenon in the big cities, Today, establishment of day-care institutiens
is not under contrel, but it i3 the plan to demand that a certain number of the personnel be
trained in nursing before a new institution can be opened.

a8, Registers

Az earlier mentioned, one of the main problems for the new Ministry is to build up & general
picture of the health problems in the country. As a first step, the group working on congenital
malformations iz now financially supported by the Ministry, Spain hag heen associated with the
international Clearinghouse for Birth Defects Monitoring Systems for two years and will he a full
member from January 1879. The aim iz to gollect data about morphologic malformations in 10% of
all newborns, preferably from hospitals with 8 relatively small number of newborns where it can
ba gusranteed that each will be eXamined by the same paediatrician and/or obstetrician before dis-
charge. The observation iz extended up to T2 hours. Consideration is limited to malformations
that are morphologic and clinieally diagnosticable with an acceptable degres of certainty.

Figures for the first two years in which the project has run, with nearly 50 QQ0 children being
axamined, show that prevalence of malformations was 14.36 o/oo. Pata on clinical signs of Down's
syndrome are collected from the sam® population, The prevalence of the syndrome diagnozed in
this way is 1.66 o/oo. In the project each malformed child is matched with a healthy child and
hackground data on the mother and the father are collected so that epidemiclogical studies can be
done later on.
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CZECHOSLOVAKIA

DEITIDE ra Ehz

The populaticon ig around 15 millieon, with an estimated 13% below the age of 7 years. The
birht rate, whieh has varied in the last decades, 13 now approximately 18 o/oo end slowly decreas-
ing.

2, Health services

The health services are public and financed by taxes. All health personnel arc employed by
the public, Every service in the health system is free. Paediatrics has a prominent position
and priority is given to prophylaxis in the primary garvices; the care of e¢hildren of O to 15
is the responsibility of the community paedistrician and the paediatric health nurse. On averagse,
there is one community paediatrician per 1 340 children and one paediatric health nurae per 700
children,

FPrenata) diagnosis

Prenatal diagnosis has been done since 1971, with amniocenteses totalling about S800=900.
Thore are three centres, including two in Pragua, Amniocentesis and amnion fluid analysis tuke
place in the same hospital, Amniocentesis is done in the 16th-17th week. Resulis of the ane-
lysis can be expocted 4-6 weeks later. In all cases an analysis of chromosomes and alphafoto-
proteins is done in the three centres. If an inherited metabolic dissase is expected the ana-
lysis 13 generally done outside the country. Two different laboratories are now used in each
cage,

In only 16% of cases was the amniocentesls indicated because of high age of the mother. A
review of the first 400 prenatal examinations shows that 71% related to chromosome=dependent
defects, 9.7% to sex assessment, 14,.8% to alphafotoprotein and 4.5% to congenita)l metAahollc dis-
SGASES. Pregnancy was interrupted in 4.5% of cases and the diasgnosis was confirmed in each cuse.

Capaclty is limited and amniocentesis cannot be offered to every preghant woman at risk, hut
the hope ia that this will be possible in 5-6 years.

Fetogcopy 13 done to a limited degres at a2 centre in Prague, and ultrasound examinations are
done at 10 centres in the whole country.

4. Birth and peonatal period

Nearly all echildren are born at hospitals with an obstetric as well as & paadiatric depart-
mont, At least one of the paediatricians is trained in neonatology. Paediatricians are ca)led
in all complicated deliveries amd if therse are problewms with the child after birth, it is referred
to the paediatric department, In all casea the Apgar score 13 rogistered. Every nowborn baby
is seen daily by a pacdiatrician until discharge on the 5th day after birth. Evary child is
axamined by a4 neonatologist before discharge. A test of sight and hearing is ineluded in this
examination. To detect hip dislocation every child is examined ¢linically and by X-ray. The
community paediatrician receives a report on each child.

In some of the regions in the country there is now a systematic selection of all children
that can be considered at risk, according to the history of pregnancy and delivery, In these
caBses neurclogic screening is done by a neconetelogist before discharge and risk children are fo)-
lowed up hy the neonatologist at a polyelinic for such ehildren connected to the hospital. The
neonatologisats participating in the prograome have attended a course in child neurology in Prague.
The idea is to establish risk centres in all districts of the country.

Based on the results of a long-term follow-up study of nearly 1 000 risk children born in
Prague, efforts are being made to develop a neurologlc screening examination which will glve opti-

mum reliapility using as few neurologic tests as possible.

It is caleculated that approximaztely 15% of newborn chiidren are at rislk,
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Scraeening for inherited metabolic diseases

2.1 Total screening

Sereening for phenylketonuria has been done for several years and has been compulsory from
1275. In the Czech Republic there are three centres; two use Guthrie's method while that in
Prague uses paper chromatography and can therefore systematically examine for all aminopathies.
The procedura is to obtein the bicod sample on the fifth day after birth, and the screening is
repeatod in the fifth week using urine which the paediatric health nurse obtainz from the child.

In certain areas of the country the frequency of ] is high (1 to & 000-7 QQO) and in
Prague every pregnant woman is screened for this condition. Screening for galactosaemia and hypo—
thyroidism was also attempted but has been abandoned for lack of resources,

5.2 BSelective screening

The capacity is limited. There is one centre in the country for glycogenesis, lipidosis and
inherited hematologic diseases, while several laboratories can analyse amino acids and mucopoly-
sascharides,

gealth surveillance

Community paediatricians

The community paediatricians have to follow the children in their geographic area from the
age of O to 15. At present there is one community paediatrician per 1 340 children, but the aim
i§ to reduce the ratioc to one per I 100 children, The community paediatrician works primaxily
in the child health centre which i3 located in the ares concerned. Besidas this he does home
vigits in cases of acute illness or non-attendance for routine preventive examinations. The com-
munity paediatriclan is alse the sehool physiclan for the area end carries out examinations regu=
larly in the creches and kindergartens.

As scon as possible after the bhirth (ideally within 14 days), the first contact between the
child and the community paediatrician is established. The child goes for his firgt viszit ar, in
the case of non—attendance, the physician visits the home. On average, the community paediatri-
eian has 22.77 econtacts with children in the first year of life, of various types: extended pre-
ventive inecluding routine examinations and counselling (3.75), short preventive {10,27) and cura-
tive (8.75). At the age of 7-8 montha, a hearing test is dona, At 1, 3 and 5 years a compre-
hensive examination iz done. Between 1 and 5 yoars the pasdiatrician has an average of 9,92
contaeis: i.e. comprehensive preventive (1.07), short preventive (1.25) and curative (7.60).
Hearing, sight and speech are tested. Every child has & record which gives detailzs of the exami-
nations for guidance of the physician. Children who need special attention from the health serv-
ices (dispensary cars children) have to be seen by the community pasdiatrician at least three times
yearly.

if the paediatrician has detected abnormalities or if he is in doubt, he can refer to the
child for further examinetions at & peolyelinie, of which there is at least one in each district
{about 100 000 population) connected to the pasdiatric department at the district hospital.

As opposed to vaccinations, routine examinations are not compulsory; and every child attends
for them regularly. There are special problems in the cage of gypsy families and the separated
families. If the child does not attend for the examinations, the family is visited by the publig
health nurse who encourages attendances. If a family does not act on the advice, it is the phy-
sician's duty to visit the family. Furtharmore, state allowances to women who take leave from
thelr jobs to care for their children in the home on the attendance for prophylactie examinations
in pregnancy, prophylactic examinations of children and vaecinations of children. The community
paediatrician has the duty to report in these cases,

6.2 Paediatric health nurses

These nurses have special training in paediatries, Theré iz one nurse per 700 children,
She works c¢losely with the community paedlatrician and the base for her work is the chief health
station, She ggsists the paediatriecian in the statlon and alse visits families for both curative
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and preventive care. The nurse visita the family ipmediately after the mother and child have
been discharged from hospital and one of her jubs is to evaluste family situation, housing condi-
tiona, ete. The nurse always visits the family before the comprehensive examinations at the age
of 1, 3 and 5 years. On these occasions she performs & simple test of sight and hearing. Theo
nurse makes an average of 4.3 visits in the flrst year of 1ifa,

The work in the child health station iz evaluated continuously. The numbers of contacts are
counted regularly for comparison between the different regions and districts. The regional pae-
diatriclan and the diatrict paediatrician regularly check the quality of work in the local child
health gtations. In a comprehensive study of the population's essesement of the sccial and health
saerviees, mother and child health care was rated highest.

7. Nay-care institutions

Every child is offered the possibility to attend dey-care institutions at preschool age.
From 6 months to 3 years, 13-14% of the children use the crache. Later, 75% of children use the
kindergartens. Teachera in creches are nurses with special treining in pedagogy and psychology
while those in kindergrrtens have pedagogical fraining. In creches and kindergartens thoere are
regular examinations of ghildren by the community paediatricisn.

8. Regigters

Bvory child has & record which follows it to adult age. At one year a child who needs spe-
cial care by the health authorities has to be reported to the central authorities (for dispensary
care). After the age of one year, every child in this category has te be reported regularly.
Dispensary care 1s alsc provided to 13% of children aged 1-6 years. The registration covers
children considered to be at risk because of social conditions in the family.

Since 1875 every child with a handicap such that it needs special social, health and teaching
care hag heen registered; 2% of children aged 1-8 years are in this category, The group iz
divided into five subgroups dependent on severity: those who need constant care at institutions
(0.23%); those who can lead a social 1life outside instituttons but under spectal conditions (0.21%);
those who will grow up with a permanent disability (1.02%); two subgroups of those who have a han—
dicap which oan he corrected by treatment (0.37% and 0.18%).

The group is alsoe subdivided according to the type of handicap: physical handicap (0.40%);
sense organs And apeech (0,25%); mental diseases (0.55%): two subgroups of chronic diseases end
genetic diseases (0.80%).

Congenital malformations have been registered since 1965. S5ince April 1975 the registration
has been monitored and the country participates in the International Clearinghouse for Birth Defects
Monitoring Systems seventeen types of anomalies are registerad, The registration period is from
birth to oné year and it ig estimated that 80% of all congenita)l malformations have bean detected
in this period of life,

USER
1. Demography
The population is around 250 million with an estimated 12% below the age of 7 ysars, The

birth rate 1s approximately 18 o/oo and slowly increasing.

2, Health services

The health services are public. All health personnel are state employed. All services in
the health system are free. Paediatries has a prominent position in the services. in the primary
socctor, the care of children of O-15 years is the responzability of general paediatriciana and pao-
diatric nurses, in citles, the first link is the chiidren's outpatient clinic whore the general
pasdiatrician and the paediatric nurse work as well as paediatricians trained in different apwclai-
ties. In rural areas the first link is composed of the rural physician, medical assistants
(feldshera), paediatrielans in rural ambulatory aid clinics and the outpatient departments of local
and central district hospltals.
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3. Pranatal diagnosis

Pregnancies are divided into risk or non-risk cases. 1f inherited diseases are suspected,
the pregnant woman is referred to & network of geonetie centres where genetic counselling is given
and declsions about amniocentesiz are made. Amniocentesis takes place at highly specialized
hospitals, at least at regional level. Indications for this procedure are for instance, chromo=
soma defects in a4 previocus baby, hemotolytic diseases, and immunologic diseases. To a certain
degree, amniocentesis is alse recommended if the mother's age is 35 or over but only for primi-
PAIac. The amnion fluid is examined for alphafotoprotein if neural tube defects are suspectad,
and at the All-TUnion Research Institute of Ohstetrics and Gynaecology, 17 different inherited
metabolic dizeases can be detected prenatally. At this Institute, which attends to many risk
pregrancics, amniocentesis s done in epproximately 3% of cases.

Abortion ig free up till the 1l2th week of pregnance, Thereafter 2 commission has to decide
if an abortion is indicated for medical ressons.

4. Birth and neonatal period

Children are born at maternity homez or in the obstetrie and gynaecological departments of
hospitals. Pregnancies are divided into risk pregnancy or nopn-risk pregnancy. The maternity
hospitals are staffed by midwives and are located in rural areas. Only normal deliveriea take
place at maternity homes. The obstetric and gynaecological departments are staffed by obstetfri-
ciang, midwives and paediatricians trained in the care of newborn babies. Specialized depart-
ments for women with different kinds of complicated pregnancies (e.z. diabetes mellitus, cardio—
vascular diseages, endecrinolopgical dizeases) exist in towns or at regional or district level.
The pregnant woman is assisted by a midwife if the delivery 18 normal; in the case of complicated
deliveries an obstetrician and & peediatricisn zre called, The chilld is examined lmmediately
alter birth elther by a paediatrician or an obstetrician, Usually the child is referred to the
neonatel care unit two hours after the delivery., Here the ehild is seen daily by the paediatri-

clan till discharge from the hospital onh the &th or Tth day. The neonatal care units are equip=
ped to observe and treat children in the first days after the delivery, If further observation
or treatment is necessary the child is referred to a paediatric department, At least once before

discharge a neurnlogic examination is performed if the ehild iz born at a hospital stalffed with
paedistricians; and at least one of these has training im child neurclogy.

Imnediately after diacharge from hospital a form is sent to the polyelinie which has to follow
the child's prograss.

f. Bermening for inherited metabolic diseases

Total population screening is not performed for any metebolic disease, In selected areas,
total sereening for phenylketonuria, galactozasmia (and hypertension and joint diseases in children)
are performed. Therefore, screening for inherited metabolic disesses is ganerally selcctive.

In the smaller republics there iz at least one teratological laboratory; and in the larger ones
there are sceveral,

G, Health surveillance

Dutpatient care for children is ensured from the moment they are discharged from the maternity
home until they reach the age of 15. This care is provided by the children's cutpatient clinics
which function on & territorial hasis. An independent paediatric "locality" is set up when there
are 800 - 1 000 children living in & given area, In each loeality there is a pasdiatrician and a
pasdiatric nurse, who carry out prophylactic measures for children at home and therapeutic measures
for all children in the locality. Each district has several children’s outpatient ¢linics, one
of which funetions as the centre clinic for the whole district, At this eliniec there are paedia-
tricians speecialized in a variaty of medical and surglical areas. Childret from other clinics are
referred to the elinic if examination by a speclalist is required,

A link between pregnant women and the children's autpatient clinics 1s eatablished from the

32nd week. A trained purse is assigned the task of visiting the home when the mother ig still
pregnant, The visiting nurse checks the living conditions of the futurse child, and acquaints the
expectant mother with methods of preparing for the child and feeding. The children’s gutpatient

clinic iz notified of the dizscharge of the mother and the newborn from the hospital, In the frrst
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days after discharge the loca)l paediatrician, accompanied by a paediatrie nurse, pays a visit to
examine the infant. During the firat month the nurse makes at least two further visits, From
the second month, children staying at home are visited once by the paedistric nurse and examined
once by the pasdiatrician at the outpatient ¢linic.  In the second yegr of 1ife, the child is
visited four times in the home by the paediatric nurse and examined four timeg in the clinte,
twice in the third year of life and thereafter once per year till the start of school 2t the age
of 7 years. At each visit to the c¢linic the physical status and the neuropaychological develop—
ment of children are checked. Thé examinations are standardized, and at the same time the proce-
dure is kept under constant surveillance and changed according to new knowledge. Onee a year a
routine bloed gount, urine examination and feces examination are made.

Begides the preventive examinations done by the paediatrician and paediatric nursc, aach
child is examined at least once by a neurclogist, twice by an ophtalmologist and three times hy
an orthopaedist during the first year of life, Thereafter children are examined by an incroas-
ing number of apecialists each year. At the examinations in the S5th and &th year, and lmmediate-
ly before start of school, children are examlned by physicians representing all apecialities in-
¢luded in the preventive programme, and other specialists are called if nacessary. If a haallh
problem ig found the child's progress is followed carefully both by the local paediatrician and
by a specialist. Before the start of schoel a speciel form i3 filled out and this follows the
child during his schoel attendanece, In the rural areas the organization of health surveillance
ta slightly different. Children are seen initially by the loeal physician and his assistant.

The system i3 administered by the paediatriclans of rural ambulatory aid clinics and the outpatient,
departments of local end central district hospitels,

Thers are no great problems reparding attendance for routine examinations. The famlly is
informed by letter. One of the physigians inm the clinie is responsible for checking the attend-
ance. IT a child does not attend, the paediatric nurse visits the family and requests that the
c¢hild be brought at another date. Eventually the child can be brought to the c¢linic by the
nursa, In many families both parents work full time and the clinics are thersfore open in the
early evening and also on Saturdays.

7. Day care institutionsg

Preachool children can attend day nurseries, nursery-kindergartens and kindergartens. Mora
than one-third of the children attend preschool establishments, Before & child can start in a
day nursery he has to be examined by a special commlssion which decides if he is healthy and whan.
it would be approprilate for him to start. The nurseries are staffed by nurses but the services
of pedagogues are also availsable, From the age of 3 years, children can attend kindergartens
staffed by pedagogues,

In each locality there is a special team of paediatricians and paediatrie nurses responsible
for the children attending day-care institutions and schopls. The routine examinations of childraen
attending these institutions are performed by this team. They work independently hut in coopera-
tion with the children'as outpatient ¢linie in the area.’

UNITED KINGDOM

1. Demography

The populatien iz around 50 miokkion, with 6% helow the age of 5 years when school staris
(9% iz bolow 7 years). The birth rate is around 12 o/oo.

2. ll@zalth services

The health services are public and all provisions for the detection of handicap are free.

The resources, structure and funetion of the sorvices can vary from area to area. But at the
primary level, curative and preventive care of children i1s generally the responsibility of peneral
practitioners and the preventive services. General practice ig a private occupation, while nearly

all other health professions including those in the preventive services are public.
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3. Prenatal diaghosis

Several ecentres examine the alpbhafetoprotein level in plasma for every pregnant woman in the
16th-18th week of pregnancy. Bafore the blood sample is taken the age of the fetus is determined
by ultragsound scanning. If the alphafotoprotein level has increased, the examination is repeated.
I[f the second examination also shows an ingrease, amniocentesis is done under ultrasound control.
If the alphafotoprotein level in the amnien fluid is alse too high, abortion is recommended.

The whole procedure takes 2-3 weeks, It has not yot been determined whethepr this procedure
should be generalized for total sereening of all pregnant women, because there are 3till unsolved
problems . In some of the abortions, recommended because of high alphafotoprotein level, the
fetus has apparently been normal; and on the other hand children have been born with neural tube
defects, where the alphafetoprotein level was normal, Moreover, it iz caleulated that amnig-
centasis increases the risk of spontaneous abortion by 1%. It 13 also being considered whether
blood samples for alphafotoprotein examination should be taken routinely, or if the pregnant
womar should be invited for an ewxamination and thereby have the possibility to decide for herself
if she wants to participate,

There ara reasonable possibllities for chromosome analysis. Amniocentesis is offered if the
pregnant woman is 40 years or more and consideration is being given to lowering the age limit to
3% years, Amniocentesis is also offered if there is a family history of chromosome defects.
Chromgsome analysisg is centralized at area or even regionzl level but thers is not yet ultrasound
equipment at all centresg, it appears, however, that amniocentesiz without ultrasound assistance
does not raise the number of complicationa. The results of examinations for chromosome anomalies
are available 3~4 weeks after the amniocentesis.

There are 12 laboratories dealing with inherited metabolic diseases, each able to examine

for different diseases, In all, 37 of the €0 possible metabolic diseases can be diagnosed pre—
natally inm the country. Ofteon, but not always, the examination is duplieated at another labora-
tery, and even laboratories outside the country are used.. 1t is being considered whether chromo-

some examinations should be done in all cases of amniocentesis or neural tube defects and inherited
metabolic diseases.

Fetoscopy to detect vislble defects in the fetus is done at four centres. At one or two
centres, the necessary technique has been developed to take blood samples from the fetus for detec-

tion of thalassaemia, hemophilia and muscular dystrophy.

1. Birth and neonatal pariod

Tt is reported that 90% of babies are born at maternity units, 7% at general practitiocners’
unitg, 1% at private hospitals and 2% at home. By no means all maternity units are located in
hospitals with pmediatric departments but there i3 &8 trend toward this, Usually the newborn
haby is examined shortly after birth by the general practitioner, an obstetrician or a paediatri-
cian, depending on where the delivery takes place. If it is a hospital with a paediatric depart-
ment, usually a pasdiatrician is called in complicated cases and all children are examined by a
paediatrician before discharge, As a minimum, all children are examined for congenital maifor-
mations including congenital disloecation of the hip and for phenylketonuriz between the &th and
i14th days, About 60% of all newborn babies are obgerved and/or treated at a special care baby
unit and 1-2% at intensive gare units. From district to district a varying number of children,
who present problems at birth or are suspected to develop handicaps, are followed up on an ambu-
lant bagis by the pasdiatrie department, Others are referred to the district handicap team or
a general practiticner.

3. Sereoning for inherited metabolic diseases

5.1 Total screening

All newborng {%9.9%9%) are screened for phenylketonuria. The Guthrie method is uszed, but
Somé centres use paper chromatography and therefore at the same time screen for other aminopathies.
In a few areas all newhorns are screened for cother metabolic diseases such as hypethyroidism.
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3.2 Belective screening

Twelve laboratories deal with pearly all inherited metabolic diseases. An index shows what
kind of analyses the different laboratories can perforn.

6. Health surveillance

6.1 General approach

There i3 no general approach for the whole country. Usually the preventive services are run
by & loecal authority child health elinie, while the curatlve services at the primary level are run
by genoral practitioners.

6.2 Togal authority child health clinigs.

The units are staffed by clinical health officers and health visitors, employed by the commu—
nity. Their functions relate not only to children but also, for instance, to the elderly. Thie
tasks in relatlon to children are, first of all, assessment of development and vaccinations.

The personnal c¢an only give advice, not traat, On average, there 1z one chilld health e¢liniec por
20 000 pepulation, but the numbers of clinies, medical officers and health visitors depend on the
raspurces the local authority devotes to health services. It is stated that most of the clinical
health officors do not have gatisfactory training in child health and also that the ¢hild health
clinicg aye sShorthanded, The ages for developmental checkups varies much from place to place,
but many clinics try to Sce the children at the 6th week, between the Tth and 10th month, at the
L8th month, and at 2 1/2, 3 1/2 and 4 1/2 years. In general parents are given a bookiet with
information on the surveillance programmes. At some places the child is invited by letter, and
at others the famlly 1s informed verbally of the next visit. The clinies are open dally, so that
parents alwaya can contact them if they have problems with their child. Attendance is far from
100%, being approximately 80% for the examinations before the first birthday, a little more than
700% for the l-year examination and less than 30% for the oxaminations in the 2nd to 4th yeurs.

A study of 1 B78 children showed that 35% of children who did not attend for the routine examina-
tiona (and were therefore visited at home) were &t risk compared with 22% in the study population.
At 8 montha, 45% of high-risk children who did not attend for the examination were suspected to
have problems compared with 13% in the population as a whole at this age.

6.2 Goneral practitioners

The vast majority of general practitioners do not participate in routine preaventive examina-
tiona of children connacted te their practice. There are two principle reasons for this: they
are not pald for this kind of service, and most have no training in child health. Nevertheloss,
there is growing interest amohg general prastitioners in developmental surveillance, Meny -
aspecially parents — feel that 1t is unsatisfactory that the preventive and curative services at
the primary level are divided between child health c¢linica and general practitioners. This atti-
tude haz also been stated on official side. It is recommended that the genera)l practitioners
gradyally take over the developmental services, and that general practitioner pacdiatricians be
trained who would be responsible for children in the primary health services (Committoe on Child
Health Services: Fit for Future, London, HMS30, 1876 = Court Report).

Several research groups are atudying developmental surveillance, One, the Ashford Dovelop-
mental Paediatric Research Group, recommends that the child be seen in the home as soon as possible
after discharge from hospital, then in the ¢linic at 7 months, 12 months, 2 1/2 vears and 4 1/2
years, with selective screening at 3 years, The Group use an effective appointment systom and
has achieved a low non-attendance rate of 3-4%. In a study of the surveillance programme, tho
Group found the fo)lowing annual percentages (for all children in the practice under 5 years) of
referyals to specialist agencies: ophtalmelogy, 3.0; auvdiology, 1.5; speech therapy, 2.7; develop-
mental paediatrics, 0.7; general paediatries, 0Q,15. Only the experience in detecting hoaring lous
wag disappointing because ithe procedure used (standard Stykar test) gave a high false positive rate.

6,3 Health visitors

Health visltors are highly trained nurses who traditionally have specisl responsibility for
families with young ehildren in a given geoegraphical area; but they alsc have other responaibili-
ties. Many are attached to chiid health elinies, but it iz more end more cowmon for them to bo
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attached to a general practitioner or & group practice. This is a development which i3 recom-
mendad on many sides because it i35 considered essential to build up primary health care teams.
But at the same time these changas mean that the health visiters spend less time in child care.
Therefore it iz recommended to train a group of child health visitors who would work with the
general pragtitioners/paediatricians.

Today, the woman and the child are visited hy the midwife in the first 10 days after discharge

from hospital. Then it is the duty of the health visitor to visit the family after a short inter-—
val ., Thereafter, how often the health visitor visits the family and her dutles vary from district
to distriet. In some districts she performs developmental sereening or sight and hearing tests

and makes referrals to the child health c¢linic if she observes deviations.

6.4 District handicap team

The health authorities have been advised to build up handieap teams in each district, and in
some digtricts such teams are already sstablished, They usually consist of a consultant commu-
nity pasdiatrieian, a nursing officer, a social worker, a psychologist apd a teacher. The primary
fungtions are to examine and assess individual children with complex disorders and to arrange and
coordinate their f{reatment, and alsc to participates in the detection of handicaps whether by exa=-
mining c¢hildren suspected to have a handicap or by giving advice or organizing courses for profes-
sionel staff in the distriet,

§.5 Risk rogisters

Based on risk factors in pregnancy, labour and the neonatal period the majority of health au-
thorities established risk registers in the 12603 hecause it was stated that most of the defects
in children (about 70%) could be detected early if rescurces were concentrated on a small propor—

tion of the infant pepulation (20%). It is now recommended that the health authorities cease to
use risk registers because they have not proved satisfactery in practice, It has been difficult
to define the risk factors precisely. The majority of individual pregnancy and labour risk

factors, commonly used as items for entry in the risk register, have proved to he poor predictors,
Many risk registers were enormous with many normal children included; and at the same time children
who were not entered were ignored and many handicaps were found among them.

7. Day-care institutions

Provigions for children under the age of 5 include day nurseries, nursery schools and play
groups. Day nurseries run by social departments are for children from 3 months to scheonl age.
The personnel have two years of training, including observation of the development of the child.
Day nurseries are primarily for children of parents who are both working outside the home, but are
alsn for handicapped children and children who need stimulation. The day nurseries are usually
visited regularly by a clinical medical officer, ¢.g. once or twice monthly. The children are
exanined approximately every & months. There are not many day nurserias. The majority of
children in day-care institutions attend elther nursery schools or play groups. These ingtitu-
tions are for children of 3-5 years, Nursery schools give priority to education. Usually they
are visited regularly by a health visitor,

a. Repictars

A voluntary system of notifying congenita) malformations in babies in England and Wales was
set up in 1964, Now the United Kingdow is a member of the International Clearinghouse for Mental
Dafects Monitoring Systoms, Malformations observed at birth or up to 7 days after birth are in-
cluded, The notification system is linked to that for statutory notification of birth to local
health departments,

Three types of analysis are made by computer each month for surveillancea: (1) numbers of
each type of malformation reported are presented as tables; (2) a test for statistical gignificance
is used to compare numbers of babies observed with each malformation in each ares heslth authority
with the number expected if the natiecnal incidence of the malformation concerned in that particular
month =pplied to that authority; (3) to ensure that such changes are not que solely to improved
nethods of case-findipng and to distinguish real from random increases in reporting, numbers of sach
walformation reported by cach area health authority are compared with the average number previously
reported in that area. In 1977 the reported incidence of bables born with congenital malformations
was 2)6 per 10 000 bhirths.
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To study the influence of the environment on the health of the human population, the health
committee of the EEC appolnted an opidemiological committee. The commlttes consldered whether it
wias possible to monitor health using malformations a8 an example, The idea would be to produce
incidence figues. The analyais would be an ongoing cohort study for the pericd from conception
to school age. It was declded first of all to study the information systems in 15 arecas of the
EEC, four of which are in the United Kingdom.

Conclusiong

The United Kingdom and Denmark have low and decreasing birth rates, 12-13%/co, apd the
proportion of children at preschool age in these countries is slso amall (9 — 10% below the agre
of 7) compared with Eanstern and Southern Burope where 12 ~ 15% of children ars at proeschool
age and the birth rate ig approximately 18°/co,

The organization of health services varies greatly in the five countries. Spain is the
only country with a considerable private sector. To be a general practitioner in the United
Kingdom and Denmark is & private cceupation, under publie centrel ip many respects, while nouarly
all other health persennél in the primary health and hospital sectors are employed by the public,

In Czechoslovakia and the USSR preventive and curative services are highly integrated in an
oxtended primary health syztem, but the care for children and adults is separate, In Denmack
prophylactic measures and curative services for a)l age—groups are in the hands of the general
practitioner who functions as a family physician, In tha United Kingdom prophylactic measuyres
ugually are entrusted to a local authority child health clinic and curative services to genoral
practiticners.

Care of the children in the primary sector iz the responsibility of pasdiatricians in Bpain,
US5R and Czechoslovakia and of gencral practitioners in Denmark and the United Kingdom. In tho
U35H and Czechoslovakia there are paediatric faculties where medical students are instructed in
pasdiatries from the heginning of the training.

Prenatal diagnosis seems to be a valuable tool in reducing the freguency of casgea of
children boern with handicaps and presumably in saving familieg and children from an uphappy Life.
In Denmark it has been calculated that the expenditure for each amnlocenteaiz and amnjon flujd
oxaminations is about USE 2000. However, screening for inherited metabolic diseases saves MOLEtf A,

than ten times the cost of the procedure by avolding the birth of heavily disabled children.

But the organization of prenatal diagnosis 1s atill changing because there are many unsolved
prablens, Some are ethical and religious, In Spain, for ingtance, prenatal diugnosis does
net Serve  itg purpose because abortion is forbidden. Another problem is that it i= a heavy
rogponsibility for parents to decide 1f they want abortion or not. Nor has the problem of
supplying adequate information to the publice coneerning prenatal diagnosis been solved,

There are alse technieal mobhlems, including the number and nature of complicationsz aftor
amniocentesis and the fact that there is still a small but important number of false negative
and falge positive results.

There is also the question of whether the jndications for amniccentesis are correct,
In the United Kipgdom where the number of congenital melformations iz moni tored, a decrease in
the occurrence of Down's syndrome has not been obgerved up to now, In a Danish stiudy the samo
frequency of chromosowe ancmalies was found among fetuses with inereaged risk as among Ietusos
with no increased risk.

Nearly all deliveries in the countiies visited take place at hospitals, and meost of the
rizsk preghnancies are attended at hospitals with paediatriciang on the atafft, Thig meuns that
nearly all risk children could therefore undergo an examination by & ypaediatrician immediately
after delivery, in whiech the major handicaps would be found, However, not all the complicated
deliveries in the United Kingdem, Denmark and Spain take place in hospitals where it iz possible
to call & paediatriclan immediately after the birth. It i3 the opinion of the author that this
should be the aim,

In Czechoglovakia and the USSR nearly all newborns are examined at least onco by a
pasdiatrician hefore discharge from the hospital. This is far from the case in the othoer
countries where the majority of the healthy newborns are examined by a midwife or an ohstetricisn.
One eriticism of this procedure is that it does not take edvantage in the period immediately
after birth of the opporiunity - whieh does net recur until school entry - to perform 8 thorough
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and comprehensive health examination. In the Upited Kingdom it i3 recommended that avery child
be exzmined between the Sth and the 10th day after delivery by a paediatrician who is trained fer
the purpose, and that the results of the examinations should be the basis of a health yrecord on
which the ¢hild's subseguent progress is charted. But it has not been shown whether routine
examinations of he=)lthy newborns by paediatrieians gives more useful informations compared to
examinations performed by obstetricians or generzl prectitiocners. The move from home delivaries
to hospital deliveries has now culminated; and & new trend has been observed in Denmark and the
United Kingdeom. A small but growing number of women want to deliver at home or to deliver
through ambulant services and return home after a fow hours. This has to be recognized in the
planning of care for newboras and these children should be visited by community paediatricians
at least once.

Today approximately 3 000 so~called syndromes have been described in peediatriecs. 0f these
the primary biochemical defect iz known in approximately &00 casges. Diagnosig allows successful
treatment in only & very few cases; but 18 is important for genetie counselling, if the woman has
another pregnancy,

There are a few inherited metabolic diseases where early diagnosls is of vital importance
begeuse early treatment is decisive for the result. This applies to phenylketonuria, hypothyroi-
dism and galactosaemia. In many countries all newborns are screensd for phenylketonuria  and in
Denmark newborns are also screened for hypothyroidiam. In other countries selective screening
iz performed for the above mentloned diseases. In Pemmark it has been galculated thet each exa=
wination for phenylketonuria costs nearly %1, i.e. about 60 Q00 per year for all newborns,
Rowever, in each case of successful diagnosis and treatment, soclety is saved nearly $100 000,

New technlgues in the discovery of ipherited metazbolic disessss have been introduced, Using
paper chromatography it will be possible to examine each blood or urine sample for different
diseases at once and thereby reduce the expenditure per diagnosed case, There s5t111 exist a
number of problems, In particular, it 12 the opinion of the avthor that if an acceptable systam
of treatment for the conditions revealed does not exist, carrying out the diagnoses could bhe more
harmful than taking no action.

It is also a problem that the different methods used stili give falzse positive results. This
can cause much ankisety in a2 family until the diagnosis has been invalidated. One of the reasons
for this is that the public is not sufficiently informed about the routine examimations of newborn
nables.

The organization of health surveillance vapies greatly from country to country. In most
countries the praventive and curstive systems are integrated; only in the United Kingdom are they
geparated. It is the opinion of the suthor that the curative and preventive services should be
integrated because they are zo cleosely related, In the integrated sSystem, the primary health
team (the physaician and the visiting health nurse) have a hotter general view of the child's deve-
lopwent and the total situation, and parents are not confused by the involvement of too many diffe-
rent personnel in the care of the child.

It is difficult to know if the primary health serviees should be divided in a serviee far
children run by general paedistricians and one for the adults run by general practitioners { ag in
the USSR, Czechoslovakia and Spain), or if they should be integrated in the hands of A family
vhysieian as in the United Kingdom and Denmark. In the first case it should be ensured that
those dealing with children are properly trained and motivated in ehild health. In the latter
cage it should be ensured that the physician has a better general view of the total femily situa-
tion, IT the last system is preferred, it should be ensured that the family physician is able
to use paediatricians as consultants,

1t is important that the physicians and visiting health nurses be well trained in the sur—
veillance programme. The organization of health services in Czechoslovakis and the USSR seoms
to énsure this, and the visiting health nurses in Denmark and the United Kingdom seem to be wall
trained to fulfil their task in health surveillance, ‘The same could not be said shout the gona—
ral practitioners in Denmark, United Kingdom and Spain where it is up to each physician to decide
how well trained he wants to be in this area.
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It is also of great importance that the health surveillance programme be adjusted to how
technical and payehological knowledge and to changes in disease patterns. It is the opinion of
the author that, based oh experience and scilentific studies, a schedule for the programme asz well
23 instructiong on the examination technique be elaborated for application by all health personnel
involved in the health surveillance of children. Again it seems that this iz better onsurod in
Czachoslovakia and USSR than in the other countries, but it has to be mentionsed that the health
authorities in Denmark bave just made new recommendations for routine preventive examinations.
These recomméndations are based on changes in disease patterns and therefore smphasize the Paycho-
social situation of the ¢hild, the development of zensory organs and paychomotor development.

In Czechoslovakia many studies are under way to establish risk registers based on risk factors
in pregnancy, labour and the necnatal period. However, in the United Kingdom the health autho-
rities have had 10-15 years of practical experience with risk registers and it has been sc disap-
pointing that their use has been discontinued. Instead, every child should be included in a
thorough health surveillance programme. The number of health examinations and the ages for thesse
examinations vary greatly from country te country. The surveillance programmes in the USSR and
Czechoslovakia ayre characterized by & large number of preventive contacts with children eapecinlly
in the first year of life and the progremme in the USSH alseo uses a great number of specilalists.

Te the author it is not evident that this approach will give significantly greater security in
detecting hendicap compared with programmes invelving a smaller number of cxaminations at appro-
priate ages. What is important for the effectiveness of health survelllance programmes is tho
possibility of referring children with suspected or obvious handicap for further examinations and
asslstance by specialists.

In Denmark and the United Kingdom, attendance for examinations is a problem, Buperience
shows that those who do not attend for routine preventive examinations are those who really have
the problems. In the USSR and Czechoslovakia this is not a great problem because the preventive
services are more intensive with greater outreach. In Czecheslovakia, economic measures are
also used to reduce the frequency of non-attendance, in that allowances from the State depend an
attendence for routine examinations. However, it has been shown both in Denmark and the Unitoed
Kingdom that the frequency of non-attendance can be reduced to a few percent if the examinations
are done properly and appear meaningful to parents; if families are invited by letter: if the
physician cooperates with the visiting health nurses; apd if parents who are both working outside
the heome are given the posaibility to meet their children after working hours.

It seema that the evaluation of the health surveillance programmes is sparse in each country.
It is the opinien of the author that effectivenes in detecting handicaps, utilization of the
programme and parents' opinicns about the health examinations should be studled continuously.

In Czechoslovakia and the USSR all day-care institutions are publie. In Depmark most of the
institutions are public, but a sizable minority of children have to ke placed with privete child
minders, In the United Kingdom, many children are cared for in private homes and in Spain thore
are few day-care institutiona, In the public institutiona the personnel have approved training,
including some instruction in the observation of child development, hygiene, illness and social
medicine, In public institutiens in the USSR, Czechoslovakia apd the United Kipgdom, children
are examined by the physician and/or a visiting health nurse. This arrangement doez not exiat
in Denmark.

It i3 the opinion of the author that public day-care Institutions are a good ten) in the
early detection of handicaps, This is one of the reasons why priority should thercfore bo glven
to developing such ipstitutions as an alternatlve to child mindars, and every child in an jnsti-
tution should be regularly examined by a physician or visiting health nurse.

Precise registration of handicaps entaills many difficulties. A wall known problem is that
diseazes can be diffiecult to define. Another problem iz that there are 2o many porsons involvaed
in reporting the detected handicap. Above all, the reporting has a voluntary element and tho
Jane intereat and skill cannot be expected to be equally distributed in a whole country. Thus
registration requires careful and strict organizatien.
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The greatest experience has been gained in the registration of congenital malformations,
because the organization of deliveries in most countriez allows = physiciapn and/or midwife to
see nearly every ¢hild in the first days after delivery; and major handicaps are thereby detected
and recorded.

There la less experience in the registration of complex diseases like cerebral palsy and
peychosocial disabllities in whiech, among other things, the development of the child and changes
in the surroundings maka it difficult to decide when a manifest handicap exists. The registra-
tion of these conditions is nevertheless of the greatest importance in discovering causal relations
and thereby preparing the way for real prevention.

Moniforing of handicaps, espeeially congenital malformation. has been introduced in several
European countries, This procedure ia of value in detecting changes in frequency of reporting rather
than in estimating the absolute incldence of malformations, Data gollection systems have been
found useful for many purpeses in additien to monitoring, e.g. planning of gervices for disabled
children, tests for a suspected relationship between toxic substances in the environment and
congenital malformations, case control studies, menitoring of the effects of changes in thera-
peutics, case-finding.




