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GENETICS Dr. Swiatha Jacpoeesh

1.Whatallbedelayedinkidsifthey have genetic disorder

Genetic disorders are many. Their presentations are varied. If a genetic disorder
affects brain cells then these kids may have delay in attaining developmental
milestones like head control ,sitting, standing, talking, learning etc.,

2. Is there is any genetic treatment to reduce the effects of DS child
developmentdelays?

At presentthereare only physicaltherapiestoimprove child’s development. As such
there is no drug which improves development. However most of the children with
Down syndrome have thyroid hormone deficiency. These can significantly delay
development. Hence this has to be detected early and treated. This improves
development significantly. Even if thyroid function is normal initially we should not
ignoreitand doa6monthly thyroid checkand seetoitthat thingsare ok.

3.Anytreatmentavailable for Down syndrome

At present only physical therapies like physiotherapy, speech therapy, visual and
hearingtraining, behavioral therapy, occupational therapy, psychotherapy (in older
childrenand adults) may be employed based on needs of the child
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4. Is there any research which support stem cell therapy to improve brain
function in kids with Down syndrome? How do | know that my kid is on which
spectrum of Downsyndrome?

As of now there are lots of research going on in understanding mechanism of
delayed development in children with Down syndrome and possible therapies. But
none has come as an approved therapy to be used routinely in children with Down
syndrome. There are developmental assessment tests which can be administered in
the childto assess hisorherdegree of developmental lag.

5. 1s down syndrome hereditary also is it true that if 2 blood related people get
married they are more likely to get a disable disabled child has any research
beendonealongthoselines

Down syndrome caused by translocation of chromosome 21( which is a structural
rearrangement in chromosomes) can be transmitted by one of the parents if they
possess an alteration in chromosome structure. But majority of Down syndrome
happens by chance due to unequal separation of chromosomes in egg or sperm
during formation of embryo (non-disjunction). If one marries a relative there will be
similar genetic arrangement in the couple in most areas of the genome. If both
happen to carry a faulty gene and transmit to offspring then baby can be born with
geneticdisorder. But Down syndrome does not occur because of marrying arelative.

6. Many siblings of the challenged are concerned about their chances of having
anormalchild ,whatshould they know

We should understand the genetic mechanism that caused Down syndrome in that
particular family. The most common mechanism - called nondisjunction variety
does notincreaseriskinsibs. Butif one parentisatranslocation carrier then sibs has
to check their chromosomes to see if they are also carriers. If they are not carriers
then there is no increased risk. But if they are carriers there is10-15% chances of
transmitting Down syndrome to their children. They have to undergo genetic
counselingtounderstand preventive reproductive options.

7. What are the conditions that cause the alteration in genes? (2) Are these
conditions mental, physical or environmental? And if so, what can be the
preventions? (3) Since Down syndrome is genetic, are their chances of more
kids with down syndrome being born to the same family?

Genetic conditions that are caused by alteration in genes are called Mendelian
disorders. The clinical symptoms depend on which organs are affected.

Prevention is by avoidance of consanguineous marriages, premarital genetic
counselingand preconceptional carrier testing for genetic disorders.

Down syndrome is a chromosomal problem and not a gene problem. So usually it
doesnot poseincreased riskto otherfamily members
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8. which therapies are beneficial for Ds kids to recover fast? 2 .What we can do
forthemtolive

Pleaserefertoanswer3

Periodic medical checkups attending to their medical needs then and there and
giving them a congenial environment to grow and helping them with therapies to
function better willimprovetheir longevity

9. | have thought about my daughter that she may follow her aunty’s(father’s
sister) Mentalillness which was in our genetics so do you think that both downs
and mentalillnessin heredity can happen

Please refertomyanswer7

10. Should Pap smear be done to our adult ladies to rule out any complications
(How do we be tkc prevention against Breast cancer uterus or other gynec
problemsnormalladies above 35 Get.Is there any precautionary tests ?

PAP smearcanbedoneannuallyinadultstorule outcancercervix.

Annual self-breast examination is recommended in women to pick up lumps in the
breastwhen they arereally small

If there is family history of breast cancer annual mammogram is suggested apart
from self-examination

11. Canachild with DS give birth to normalkids

Usually males with Down syndrome have fertility issues. Females usually have
normal reproduction There is 50% risk of
transmission of Down syndrometo offspring

12.How canwe avoid trisomy 21in thefirst placeitself?

Itisa by chanceerrorthat occurs during formation of an embryo So we do not know
which pregnancy will be affected prior to conception Risk increases as maternal age
advances
There are screening tests in | trimester of pregnancy which compute risk for Down
syndrome in a particular pregnancy taking into consideration mothers age, weight,
previous history of Down syndrome pregnancy, some scan measurements and
findings from baby like nuchal translucency etc and some biochemical parameters
from mothers blood. There is a recently available test called noninvasive prenatal
testing which can test amount of fetal genetic material in mothers blood and
compute arisk for Down syndrome. This test has 99.9% accuracy. Nevertheless high
risk pregnancies picked up by screening need invasive tests like chorionic villus
sampling oramniocentesis to confirm Down syndromein pregnancy
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PEDIATRICS - Dr. Priga Biawakmmar

A Growth & Development :

1.How to guide him through life’s journey?
a-Thereis a passport available which will help guide parents and the child through
everyyearand what needstobedone.

2. Should pediatrician measure and plot child growth according to DS growth
chartto the parents, whichsome ofthemdon't have.

a-Yes-the growth in terms of height, weight and head circumference should be
plotted onthe DS growth charts or IAP growth charts.

3.1 want to try every possible treatment. What can parents do to develop their
child atan early age ?When to start physiotherapy?

a-The early intervention programme should be started from 4-6 months of age after
consulting with the Paediatrician and Physiotherapist. Other therapies such as
Speech therapy, Behavioural modification may also be needed.

4.How to take care of their general health ? How frequently is it necessary to do
their medical checkups?

a- Proper nutrition, vaccination, adequate play and interaction with other children,
and treating infections promptly should help in maintaining good health. Medical
checkups should be monthly during the first year;2-3 monthly during the second
year and thereafter 6 monthly till 5 years. After thatyearly follow-ups are enough.
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5. What can professionals do to help parents develop their child while waiting
forany assessment. Whattools can be givento parents?

a-Professionals can refer the child to a DSFI centre where the parent can understand
all the various interventions that can be started to help the child grow well. The
Passportisatoolthatcanhelpinguiding.

5. Checklists forunderstanding delaysin growth milestones will help.
a-Theillustrationsthat are given below can helpin guiding parentsin understanding
developmental milestones.

6.Childrendo alotof self-talk whenever they are free, sohow do we stop it?
a-Exerciseonaregularbasis,yoga,musicand dance can helpin decreasing this.

7. How can improve memory power for a 13 years old child?And can teach for
reading?

a-Repetitive reinforcement. cuttingdown screen time and play methodscan helpin
improving memory.

8. What counselling services are suggested for the parents of ads child?
a-Counselling in the DSFI centre,with a professional psychologist and establishing
contact with other parents through groups will go a long way in giving the parent
much needed support-physicaland mental.

B. Infections

9. My son who is 5 years of age has suddenly developed fear .. His voice is lost,
He was uttering few words and blabbering but since last week he is slightly
whispering in low tone.. He has no fever no cold cough..What could be the
reason? doctor? dr advised some medicines for five days saying he gas mild
chest congestion, but still his voice is nit coming. He is able to shout , cry and
eat. Pls help..

A-multiple causes like a respiratory/gastro oesophageal reflex/additional speech or
cognitive problems /psychological issues can be there. Once the cause is identified,
appropriate therapy and treatment will help resolve theissue.

10. How to getrid of common cold that comesin kids evenin summer season.?
a-Coldscanbeduetoinfectionsorallergies; Appropriate medication can be given to
treat the presentinfection. Blood tests/X-rays may help in identifying the reason for
recurrent infections which can then be resolved. Influenza and Pneumococcal
vaccination will definitely help in reducing recurrent infections and preventing
Pneumonias.
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11. Is it compulsory to give supplements (vitamin medicine) in growing age
because they havedown syndrome?

a-Downs syndrome is not a disease and is just an associated condition. Children
with this lack certain enzymes, and are also slightly immune deficient -certain
supplements definitely help in overall growth and preventinginfection.

12. Any additional vaccination required for kids with down syndrome for their
overallgrowth?

a-Regular vaccination according to age should be given. In addition, Pneumococcal
andyearly Influenzavaccines are necessary.

13. 1.Which body parts are got effected mainly in downsyndrome? 2. Inlongrun
what extent it can be recovered? 3. What are the important things we have to
care fornormlling services suggest for the parents of ds child?

a- Multiple organ systems like the heart, gastrointestinal, ,thyroid, vision, hearing,
immune systems are involved and affected. Agood initial assesement of all these
and regular follow up for those systems affected will help in bringing the child upto
his/herpotentialinallspheres.

14. Though my son started speaking late he is able to have a proper
conversation. However his speech is not fully clear, though it hasimproved a lot
overthe last 3 monthsthat he goingto school. Isthisnormal?
a-Speechtherapy may be beneficial.

15. How to manage Constipation? Will they have poor digestion and weak
health?

a-First a proper consultation with your Paediatrician and if necessary with a
gastroenterologist will help inidentifying the cause of the constipation. Appropriate
diet modification, and laxatives will help.

16. How can we manage common cold and cough athome?

a-Home remedies like Tulsi, honey, steam inhalation ,adequate fluid intake will
help. In addition, antihistamines, nasal drops/sprays after consulting with your
doctor may giverelief.

17.Everytime my child gets upper respiratory infection, he is given strong
antibiotics, how to deal with these frequent seasonalinfections?

a-Antibiotics are given if there is a bacterial infection only. Preventing recurrent
infectionsasadvised earlierwillhelp.
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ENDOCRINOLOGY 2. Jayashree Ggpal

1.Whatisahormone?

-Ahormoneisachemical, usually a protein, made by glands in our body, secreted
into the blood and which travel to other parts of the body to control various
aspects of our normal functioning. For example, insulin hormone controls blood
sugars, adrenaline controls blood pressure and heart rate, calcitonin controls
calcium.

-Thereare manyendocrine glandsin ourbody, and the thyroid is one of them.

- The thyroid is a butterfly shaped gland situated in the front of the neck. It starts
working even the baby is developing inside the mother’s womb. It makes thyroid
hormone,whichisnecessaryfornormalfunctioningof every cellin our body.

2.Whatare the actions of thyroid hormones?

The thyroid hormone binds with its receptor present inside every cell of our body.
Dependingontheorgan, the thyroid has different effects. Forexamplein the heart, it
controls heart rate and the force with which the heart muscle contracts. In the brain,
it is needed for normal development when a baby and for normal memory and
optimal intelligence as an adult. In the liver, the thyroid hormone influences
production of several proteins related to cholesterol metabolism. Normal levels are
needed for regular menstrual cycles in girls. These are just a few of the essential
actionsofthyroid hormone.
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3. Why do doctors measure T4 and T3? What is the difference between the two?
And whatis TSH?

T4 and T3 refer to the number of iodine molecules on the hormone (T4 has 4 iodine
atoms, T3 has 3). T3 is the active form of the hormone, but T4 is the main hormone
made and secreted (put out) by the thyroid gland. Why is it like this? This is because
T4 is more stable and this system allows each cell to make as much T3 it needs from
thecirculating pool of T4.

The TSH refers to Thyroid Stimulating Hormone. It is made by the pituitary gland,
and as the name implies, it is a hormone that makes the thyroid gland more active
and make T4and T3.When the thyroid gland is less active, the body makes more TSH
in an effort to improve the activity of the gland. And when the thyroid gland is
working excessively, our body dials down the TSH production.

Hypothyroidism refers to underactivity of the thyroid gland, and hyperthyroidism
refersto overactivity of the thyroid gland.

4.Why isthyroid testing soimportantinT21?

«Normalthyroid levels are veryimportant for growth and development
«Ifhypothyroidism develops, growth and development will slow and halt

+ Replacement of thyroid hormone with tablets will restore thyroid status and
optimize growth.

«Some studies show that by the age of 10 years, 30% of children with Trisomy 21 may
have developed athyroid problem.

5. How frequently should my child be tested for thyroid problems?

« It is recommended that all children be tested at birth, and every 6 months
thereaftertillage of 4 years

« Afterage of 4years every 6-12 months

« Earlier if any symptoms of hypothyroidism seen - constipation, less activity, hair
fall, skindryness

6.What testneedstobedone?

It is a blood test where TSH, Free T4, thyroid antibodies are checked. Sometimes
yourdoctor may order an ultrasound of the neck.

7.Whatare thyroid antibodies?

-These are “auto” antibodies - or proteins that the body makes against “self”

-Thereare2 maintypes of thyroid antibodies
Antimicrosomal & Antithyroglobulin

- High levels of antibodies ONLY mean that the thyroid gland may not function
properly - it has no other significance. Even if the thyroid levels are high, as long
asthethyroid levels (TSH and T4) are within the normal range, there is nothing to
beworried about.
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8. What if my doctor says thyroid levels normal but my child has symptoms that
suggestathyroid problem?
- This is a very common issue BECAUSE symptoms of thyroid problems are not
specifictothyroid alone.
- Constipation, growth restriction, and difficulty walking are common in T21 even
with NORMAL thyroid function

9.Whatifthyroid levels are borderline but my doctor saysitis normalforage?
- TSH values change with age - it is highest at birth, decreases slowly over the first
10yearsof lifeto adult levels
-Atbirth TSH can be upto 10 mIU/L (rarely even 20-40)
-Uptoageofl0years,levelsof 8-10 mIU/mlof TSH considered “normal”
- Because of this variation in TSH with age, interpretation of thyroid test reports
needstobedonebythedoctor.

10. Whatis the treatment for hypothyroidism?
-Thyroid tablet given which contains T4
- Remember the tablet is safe - only problem occurs if dosing not proper - over or
underreplacement
- Once on stable dose of thyroid tablet - need to check TSH and free T4 once in 4-6
months
- If levels are normal when you are taking tablets, it does not mean we can stop the
tablets. The normal levels only indicate that the dose is accurate. All that we are
doing with the tablet is replacing a deficiency. The gland usually continues to
remain underactive, lifelong supplementation with thyroid tabletsis needed.

11.Canlpreventthyroid problems?
To some extent yes. Avoid weight gain, Maintain good nutrition and No Hereditary
or geneticfactorsplayastrongrole

12. What other endocrineissues do we need to considerin children with trisomy
21?
1. Growth restriction is common, which means adult height on an average is less
than that of other family members. This slowing of growth may start becoming
visible from infancy. Growth needs to be monitored using growth charts for children
with Downs syndrome. This is available from CDC.gov (USA). There are currently no
specificgrowthchartsin IndiaforT21.
2. Puberty occurs at normal age -10-14 years, If delayed or early, it should be
assessed. Periods in general are regular in girls, with normal fertility potential for
boysand girls.
3. If there is excess weight gain, there is increased risk for diabetes, high cholesterol
andsimilar metabolicissues. After the age of 18-20years, itis good practice to screen
fordiabetesand cholesterol problemsoncein 1-2 years.
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ORTHOPAEDICS D R, Samkar

1.Does Down Syndrome affect bones?

Yes. We see lot of bone related problems due generalised ligamentous laxity and
hypermobility of joints. Common conditions are neck instability, scoliosis, hip and
kneeinstability and foot disorders.

2. My child, who is one and a half years old, cannot sit or stand without support.
Isitnormal for DS child?
Compared tonormalchildren, DS child will have delayed mile stones. Itis normal.

3. How to improve muscle tone? What kind of issues will they face when they
becomeold?

Regular exercises keep children fit. As mentioned earlier, they will develop issues
with neck, back, hip, knee and foot.

4.How to make bone and muscles stronger?
To have healthy bone, child should have adequate physical activity, with calcium
richdietand sunlightexposure.

5.Why sunlight exposure?
For calcium to be absorbed from body, you need vitamin D. Major source of vitamin
Dissunlight. So, sunlight exposure helps absorption of calcium.

6.Canyousuggestfoodrichin Calcium?
Main source of calcium rich food are milk and milk products, green leafy vegetables,
soybean, nuts, lentils etc.,

7.Whatkind of physical activity is good?
Any kind of physical activity for 30-60 minutes everyday along with adequate
calciumandvitamin D will keep bones healthy.
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8. How much calcium does a child need every day?
Growingchildrenwillneed up to 1 gram calcium every day.

9. How toimprove muscle tonein children with DS?
By doing regular exercises, one can expect to improve muscle tone. This can be
achieved onlytoacertain extent asDSisassociated with ligamentous laxity too.

10. My child is getting bone cracking sound from the knee. Why?
Cracking sound or snapping is due to displacement of fluid in the joint. No need to
worry.

11. Canchildren with DS do gymnastics or classical dance practice for long hours?
Even though they have lax ligaments which can make them more flexible, DS children
have difficulty with maintaining balance and so will find doing gymnastics and
dancingfora prolonged time quite strenuous.

12. Do allchildren have flat feet? How to identify it?
Yes, due to ligamentous laxity. Once you make them stand, the inside of the feet will be
ontheground without medial arch.

13.Isflatfeet condition curable?
Flatfeet are not curable, but remedies are there in the form of arch support and special
shoes.

14. My baby’s legs are twisted. Are there any shoes to keep the leg straight?
Twisting of legs is commonly due to child sitting on their legs or W sitting. Best way to
treatistodiscourage them fromssitting like that. Shoes or splints do not help in making
the legs straight.

15. My 5-year-old child with DS is not walking independently yet, in spite of
regular physiotherapy. How toimprove?

Usually by 5 years, a child will start walking on his/her own. If you are concerned,
consultadoctorto getanadvice.

16. My son has started walking at 2 years and six months. However, he is finding
difficult to jump or climb stairs. How to help him?

As mentioned earlier, there will be delay in milestones in children with DS. He will
improve as he grows.

17. My child complains of leg pain. She has flat feet. How to treat?
Leg painin children after activity is due to fatigue of muscles. Gentle massage will help

ratherthan givingany medication. Pain settles once they rest for sometime.
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ENT Specialist D, /l//%jﬂ /Uﬂ/’ﬂjﬂlfwlft

1. While drinking water always my baby is getting cough, will there be any
issues.

If child is not having cough while eating solid, he should be fine. However if coughiis
always present with drinking water, vocal cords may have to be checked.

2.Itisrightfor childrento have tonsilsand adenoids surgery.

Few children need surgery for tonsil and adenoids, as they may be born with big size
tonsilsand adenoids which obstruct the airway leading to snoring, or they may need
surgery forrecurrentinfections which hamper growth.

3.Speech
Any speechdisturbance needs evaluation by Speech Therapistand speech therapy.
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4. My son Sulaiman, 5 years of age has suddenly lost voice . He has developed
fear .. His voice is lost, He was uttering few words and blabbering but since last
week he is slightly whisperiin low tone.. He has no fever no cold cough..What
could be the reason.. My doctor drdurgaorasadsir advised lanzol junior and
relent plus syrup fir five days saying he gas mild chest congestion, but still his
voiceis nit coming. Heis able to shout, cry and eat. Do i need to give any soecific
medicine ortreatment. Pls help..

He may have developed infection without other symptoms due to excessive
shouting or he may have psychological issues like fear. If voice doesn’t improve in
few weeks, he needs examination of vocal cords under short anaesthesia.

5.Whatarebasicroutine ENT checkup we do itfrom home.
No need of routine ENT checkup at home. If baby is very small, parents should try to
assess hearingforearly diagnosis of hearing loss.

6. Ifkids with Down syndrome respond to our voice,do we need to do BERA test?
What kind of ENT issues can arrive in future? How frequently we need to do ENT
examination?

If child is responding to sounds at home, and starts speaking at a reasonable age,
BERAtestis not essential. Regular ENT examination is not essential, unless child has
chronicENT problem.

7.Tonsiland adenoid isit safe and better to remove them to preventinfections.
surgery fortonsiland adenoidis absolutely safe. Itis never done routinely to prevent
infections. Some children who have large size tonsils and adenoids or get recurrent
infections needing antibiotics,do well after surgery.

8.Whattodoifregular wax comesin ear little more thanus?
Bettertovisit ENT doctorregularly after using wax dissolving drops. Avoid ear buds.

9.Istonsilremoval helpfulto deal with frequent cold, cough ,bronchitisissues
1) which kind of test is best to know the accuracy of deafness in our children 2)
does the hole in the ear drum heal on its own 3) what causes frequent ear
discharge.
Tonsil removal will be helpful if child has infected tonsils, needing antibiotics
regularly.

1) MASTER test is best to assess deafness. 2) If ear remains dry for long time, small
holes can heal on their own. 3) Recurrent cold, sinusitis, tonsillitis and adenoiditis
canleadtoeardischargeinchildren.
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10. 1.Isregular ENT test required? 2.What is effective method to be taken avoid
mouth breathing? 3.Reason for lack of sound sleep?

1. Regular ENT test needed only for children with chronic ENT problems. 2. Child
should sleep in lateral posture to avoid mouth breathing, can use nasal sprays. 3.
Disturbed sleepin children may be duetosnoringand mouth breathing.

11. Since birth my child had discharges from her ears thrice .. Not sure what was
theissue.. Anything thatishould be extra carefulto avoid ear discharge ?

avoid water entering the ear while bathing. Might have been fungal infection which
canhappenifeariswet.

12, What do we need to keep in mind during aregular ENT check up.
besuretolistoutallyour problemstothe ENT Doctorsothathe orshecansortitout.

13. How canltake careor knowif he hasany ENT issues at the age of five?
If childis hearing and speaking well, it is good. Mouth breathingis another symptom
whichyoushould lookfor, by 5years.

14. She has small nose holes so always suffering from cold.
Itmay not be duetosmallnose holes, maybe child has nasal allergy to dustand cold.

15. Ashritha has hearing problem .since 5 years .One ear is operated ..she
doesn't like wearing aids .can we fix a permanent aid. Hearing problem is
affecting her performance level. Is there in any better way of helping her other
than wearing hearing aid. can we fix any.

If child has had Cochlear Implant, nothing else has to be done. But it is also like an
aid which has to be fixed. There is no other solution. Hearing is necessary for speech
toimprove.

16. Can a child with DS lose his hearing at later stages in life? Isregular cleaning
of ears mandate for children with DS if yes please let us know the methods.
Children with DS don’t have higher chance of loosing hearing in later stages of life. It
issameforall. Regular cleaning of ears athome, is not essential. If child has ear block
or pain, itis better to see the doctor. Some children with DS tend to have narrow ear
canals,inthem,onceayearvisitto doctorisbetter.

17.Do we need to clean our DS child's ear wax from time to timeinserting an ear
scratcher made of silver? 2. What can we do to stop my DS child's stuffy nose,
which happensto be quite frequent?

Never putearbud. 2. Child may need nasal sprays. Avoid cold atmosphere, AC.
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PAEDIATRIC CARDIOLOGIST

Dr. Anwadia Sridhar
Apollo Children's Hospitals
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1.Ifoncetheholesisclosed,isit necessary to take cardiac checkups every year.
Yes. It is absolutely necessary to have yearly check ups to monitor lung pressures
and Heartfunction.

2. My son had asd of 2.4 mm at birth. Recently we did ultrasound and got to
know the asdisnow 1mm ortheysaid PFO.Whenshouldiretest himagain?
There is no need to retest for PFO. However DS children will need either yearly or
once in two years cardiac review to monitor for high lung artery pressures
(Pulmonary hypertension).

3.He had Undergone an open heart surgery at the age of 2.5. we had advised to
get ECG every year, apart from that is there anything else we should look
forward? Now heis16 yearold.

Following cardiac surgery child should be on yearly follow up with paediatric
Cardiologist to monitor for residual lesions, lung pressures and Heart pumping
function. You have to report to Cardiologist if there are any new symptoms like
breathing difficulty or bluish discolouration while playing or climbing stairs.

4.Myson'sis having PAH, anything that helps to controlalong with medicine?
Breathing exercises (Pranayama) will help your child breathe-in more Oxygen.
Oxygenwillreduce lung pressures dramatically.

5.Isthere any chance that kids with no heartissues can develop themin future?

If they are born normal, these children won’t develop congenital heart defects like
hole in the Heart. However they can develop high lung pressures (Pulmonary
hypertension) gradually over many years.

6. Prevalence of heart conditionsin this population what is the latest research.
Children with DS face a high rate of congenital heart defects (CHDs). About 40-60%
percent of infants with Down syndrome have some form of heart condition,
compared with approximately 1 percent of typical infants. It is unclear why these
conditions occur so frequently in children with Down syndrome. Three of the most
common heart conditions seen in children with Down syndrome are
atrioventricularseptal defect, patentductus arteriosus, and tetralogy of Fallot.

7.Time gap torepeat scans for my child ?
Yearly once is the ideal time gap to repeat scans or earlier if advised by paediatric
Cardiologist.

8.Suggestions for healthy heart functioning?
Regular physical exercises and maintaininga normal body weight. Strength training

exercisesand breathing exercises doneregularly will strengthen the Heart.
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9.1)Doallchildren have heartissues2) my child doesn'thave heartissues at the
birth but can they be developed laterin life? (3) What is the success rate of heart
surgeriesindown syndrome children?

Not all children with DS have Heart issues. About 50% of them have some form of
Heart diseases, especially congenital heart diseases. If your child has normal Heart
at birth, chances of developing congenital heart defects is unlikely. However at any
age they can develop high lung pressure (pulmonary hypertension) and secondary
deterioration of Ventricular function. In adulthood they are prone for all adult Heart
issues like Hypertension and Ischemic Heart diseases. Heart surgery in DS children
carries slightly higher risk than general population of children. This is because of
high lung pressures, airway problems and type of congenital heart diseases like AV
canal defects. If the lung pressures are within normal limits the success rate of
various cardiac surgeries ranges between 90-95%

10. What would be the basic health parameters at different ages of good health
inchildhood, adolescence, adulthood, older adults.

At any age good Heart health parameters are good exercise capacity, normal blood
pressure and Pulse. Normal lung pressuresis also a measure of good Heart Health in
DS children.

11.Canacardiacissue comeup to DS atany age?

The only major problem for DS children during childhood is development of high
lung pressures (Pulmonary hypertension) secondary to airway or lung
abnormalities and subsequent Right Heart failure. During adulthood they are prone
foralladultHeart problems like Hypertension and Ischemic Heart diseases.

12, Plsshare diet for maintaining healthy heart.

Low salt diet is always good for Heart as it reduces volume load on the Heart.
Minimising packed food (ready to eat including biscuits and other bakery food) and
avoiding fast foods available in restaurants is good for the Heart. Eating three
portions of fruits and vegetable everyday will reduce unwanted fat and helps Heart
to be healthy.

13. Would there be any issues in future for my DS child who had a PDA surgery
whenshewasoneyearold?

PDAisa communication between the body artery and lung artery and is outside the
four chambers of the Heart. PDA closure (Device or surgery) has become the safest
among various congenital heart correction procedures and children recover
without any residual lesion. There won’t be any issues in future if lung pressures
were normal and in the operable range before closure. So even after good recovery
from PDA surgery your child will need regular follow up in the long term for
monitoringof lungartery pressures.
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DENTIST - Dr. Nidhi Gnpta

1. Upper palate is high arched, is it possible to expand the palate my baby is 4
yrsold

In children with down syndrome, generally palate is high arched which affects
speech, mouth space, positioning of tongue etc. Yes its advisable to expand the
upperjaw. Itsvery much part of dental regime in western countries.

2. Itisrightto have RCTs for children.

If RCT isindicated, it should be done to save the tooth if its permanent. In baby teeth
if the tooth is meant to be in child’s mouth for more than some months, it should be
keptasit maintainsthe space forthe eruption of permanent teeth.

3. Can we go for dental cleaning By professionals in interval? because
sometimes | feel did he brushed his teeth properly? as he doesn't like my
interferencein his daily routine.

Professional Dental cleaning is suggested if there are deposits or tartar formation or
any gum disease deducted. Timely dental checkup will help understand if there is
any need for professional cleaning.
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4. My son 5 yr old is always putting each n everything in mouth. Drooling
always.. He does not ear while fruits nor any snacks, he chews well but eats
only food.. How can i stop him from keeping items in the mouth..is he gaving
any tooth painorusutasensoryissueicant make out. Pls help.

Sometime children put things in mouth to satisfy their sensorial needs. Exposing to
wide range of textured foods do help. Timely visit to dentist helps in knowing if child
isfacinganykind of discomfort because of dentalissues.

5. How to introduce solid food. | can chew but i am too scared to guve proper
solid foods

Thereadiness of the child is really important before introducing solid items. You can
start with semi solids first depending on child’s age. If the child can chew, you can
startwith his favourite flavoured food.

6. How to take care of their oral health? Isthere any special brush or paste orany
otherinstrument|need to use for brushing?

Oral hygieneisreally very important for kids and adults with down syndrome . Good
oral hygiene helpsin proper nutrition intake. Brushing of teeth with soft brush is the
primary requirement to ensure good oral hygiene. Mouthwashes, dental flossers are
additional tools which can be used provided they are suggested by the treating
doctor. Ifthe child can spit, fluoridated toothpastes are recommended.

7. Oralhealth at different stages ,a checklistand parent guide

(a) should we get the baby teethremovedin grown up adults

The baby teeth should be removed but before that a full mouth x ray should be taken
tounderstand if successortoothis presentornot.

(b)How to work on their sensory issues as our children doesn't allow us to touch
their mouth

The sensory issues can be generalized where the child does not allow touching,
combing, bathing. Proper desensitization protocol helpsin such cases. If the trouble
is in and around the mouth, then oromotor exercises along with different texture
desensitization around the mouth helps.

(c)isit possible to get RCT done forour children

Yes, If the child cooperates, itcan be done.

8. Whatifthey do chew properly evenatage of 8-9 yrs?

Chewingis an essential skill needed for proper nutritional intake, speech etc. Use of
oromotor tools along with therapy plays animportant role in this..But Dont neglect
thedentalissues. Sometimes bad bite of teeth can create abnormal chewing pattern
which can be corrected by the dentist.
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9. How can itbe made more easy and less frightening for our children to attend
those procedure can more dentistbe traininspecialneedsrequires

Notonly dentist butthe caregivers athomealso play averyimportantrolein making
the child aware and councilling by both the stakeholders play a vital role in easing
the anxiety of the child. Regular visits from the infancy stage, along with
socialstories helps a lot in creating positive patterns and reinforcing the desired
behaviour.Yes, thereisincreasing need to train dentists across the globe for catering
to needs of children and adults with special needs.

10. 1, What is the reason of uneven and double teeth? 2.How we can deal with
the problem of teeth grinding? 3.How to take care of properoralhygiene?
Double row of teeth is common, but timely intervention should be done to extract
baby teeth so that the successor teeth erupt in place. Teeth grinding is
multifactorial. But if its affecting the dental structures like weakening and wearing
ofteeth, it should betaken care of.

Thebestand simpletool fororal hygieneistooth brushing.

11. My son's teeth came out in different order, it was late but mostly all his teeth
have come. However they are not in shape, is there something to be done in
orderto putitbackinshape?

Its common in down syndrome to have unusual eruption pattern. If they are baby
teeth, we dont recommend any build up. For permanent teeth, cosmetic make up
canbedoneforaestheticenhancement.

12, Isitamusttoremoveretained milk teeth?
Yes, if its successor is affected . retained baby teeth can alter the path of eruption of
permanentteeth.

13. What care need to be taken of adown syndrome 5 yearold dental ?

Pl check for any cavities, or gum swellings. Toothbrushing is mandatory and daily
reinforcement is needed. Diet modification for including more fibrous diet and
cuttingdown onrefined sugary products should be taken into consideration.

14. My daughter is 25 month old and don’t have only 6-8 teeths which exercises

andvitamins need to go for
Checkvitd, thyroid n parathyroid hormone level.
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15. Can A missing tooth beimplanted..for ouradults.Isdoingitunder GAis okay
Yes, it can be done. If child cooperated and medical history allows, it can be donein
OPDtoo.

16. How can we train a Downs syndrome child to brush her teeth all by herself?
2. How can we make a DS child cooperate to brush herinner molar teeth? 3. How
canwe teach aDS child not to swallow toothpaste foam while brushing?

Role modelling and play way learning plays an important role for picking up of any
habit. Break the whole process into small steps. encourage by giving rewards. Slow
but steady practice yields good results. Regular visual clues along with positive
reinforcement can help from swallowing the paste. Check for any sensitive spots
beforeintroducingthe brushin molarareas.

17. Is it common in children with down syndrome to have delayed eruption of
teeth?

It is generally seen that children with down syndrome have delayed eruption of
teeth. Sometimes not a single tooth might erupt even by the age of one year. The
delayineruptionmaybeaslongastwotothreeyears.

18. My child has not erupted all teeth even at an age of 2 years? Should | worry?
The teeth in children with Down syndrome may erupt late. The eruption can keep
happening even after 2 years of age. Sometimes eruption of all teeth may complete
at4or5yearsofage.

19. My child has erupted back teeth but front teeth are not erupted yet?
Sometimes the eruption of teeth happens in unusual pattern. There is nothing to
worryaboutit.

20. Does any deficiency of hormone or vitamins affect the eruption of teeth?
Ans— Yes, Vitamin D and thyroid hormone play very importantrolein the eruption of
teeth sothesetwo factors should be within normal range.

21. My child has cut most of the milk teeth. Should I brush them?

Its a misconception that baby teeth don’t need to be brushed as eventually they will
fall. But actually they are very important and due care should be taken for their
hygiene.The simplestand most effective oral hygiene toolis tooth brush.

22.When should I brush my child’s teeth?
TOhe child’steeth should be brushed twice daily; morningand night.
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VISION SPECIALIST Dr. Prithie Snah Rekly

1. My child brings work really close and goes close to the TV.
Going close to the TV is indicative of reduced vision or myopia or both. Having said
that,lam happyheiswatching TV, asthat meansheisusinghisvision.

2.How often should | get my child’s eyes examined?

Ideally a child’s eyes should be examined at birth, six weeks, six months and yearly
after that. Preferably do one test by 6 months and one definitely by two and a half
years.

3. When we go to get an eye test done, then these children not reply correctly,
so how will we know whether their glasses numberisright orwrong?
Werely alot on objective measurementsin such cases.

4.How canido hometestingto checkmy sonsvision

Cover one eye while the child is looking a a page or screen (not doing an activity in 3
dimensional space, like reaching out for a toy). This is repeated for the other eye as
well. If consistently the child doesn’t like one eye being covered, then the other eye
hasaproblem.

5. My son has some vision issues...had eyes surgeries. | want to consult for Is
there any activities which he should avoid...as swimming etc. He has glaucoma
also.

Unlessspecified, there are norestrictions

6. Food and supplements to prevent vision problems in future, i want to take
preventive methods
Agood healthy diet
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7. My child using 7 &6 size glass but he doesn’t know how to read doctor can’t
identify correctsize .what | candoto get correctsize.
Thedoctorwill rely on objective measurements, your child doesn’t have to respond.

8.How frequently eye examinations are needed in kids with Down syndrome?
Ideally a child’s eyes should be examined at birth, six weeks, six months and yearly
after that. Preferably do one test by 6 months and one definitely by two and a half
years. Subsequently an exam every year.

9. How to deal with a child that refuses to wear glasses .what effect this will
have on him. My son has never wear glasses despite being told he needs them.
Heseemstobeabletosee ok

If the glasses are helping, he will wear them. If he doesn’t you need to go back to the
doctor and he should have an explanation. Sometimes the glasses may be
incorrectly made, or may actually make certain activities worse.

10. How much mobile affect their eyes?
There is some talk of blue light from mobiles affecting the retina over a period of
time. Otherthanthat, usage of the phone at night affects sleep.

11. Some kids may not respond well to eye tests so how can their vision be
monitored at childhood, adolescence, adulthood

Quite often we don’t rely on responses as much as we do on our objective
measurements. Ayearly checkis sufficient unless otherwise specified.

12.(a) Doallchildren with down Syndrome require spectacles? No

(b) my child is unable to read and write and is nonverbal, how will the
ophthalmologist test his eyesight

The doctorwill rely on objective measurements, your child doesn’t have to respond.
(c) How do we encourage toddlers to wear glasses?

Put the glasses on and let him do an activity he likes. If he takes off the glasses, stop
thatactivity

13. (a)Isregular eyes checkup required? Yes
(b)whatregular precaution needs to be taken?
Whateverhad beenadvised, else acheckeveryyear.

14.Till now his vision is good, anything that we need to take care or precaution

orbe wary about for future?
Aroutine eye checkup everyyearis sufficient.
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15. Had a eye checkup for my 4month old child and it was normal.. When cani
repeatthe eye checkup again?
Ifhe had achieved whatis expected by 4 to 6 months, then afterayear.

16. My child was given bifocal lens because of accommodation issues. Can we
do something toimprove accommodation?

Persons with DS have accommodation issues. There are some exercises that help,
butneedsafairamountoftimeand cooperation.

17.Planfor future that she don’thave Glassesin future
If there is no power, at some point reading glasses will become necessary. | would
focus my efforts elsewhere.

18. Ashritha complains of Eye Pain..consulted 4 Drs and all are of the opinion
thatit'sbecause of Dry eyes.She had her both eyes operated for cataract.
Constant lubrication of the eyes is necessary for her, (if it relieves the pain). I’'m such
situationsit’s betterto use preservative free lubricants.

19. My Son stands in front of TV to watch.lIs this indicative of poor eyesight? He
also has watery eyes which hasreduced but still there

Going close to the TV is indicative of reduced vision or myopia or both. Having said
that, | am happy heis watching TV, asthat means heis using his vision. Watery eyes
are quitecommonin children with DS.

20. (a) Isintraocular lensimplantation advisable for a child with aphasia?

Yes

(b)What are the advantages and disadvantages of such IOLimplantation?
Without the IOL a person would have to wear (usually) a spectacle of +10.00 which
causesalotof magnification, fid loss and distortion. No real disadvantage.

(c)Does achild have to wear power spectacles even after IOL implantation?
Quite often, yes.

21.Why does my child turs his head at angle while watching TV?

Head turns and head tilts are an indication that the child’s vision is better when the
eyes are positioned that way. Most commonly this is due to a squint or nystagmus.
For example if a child’s vision is better in left gaze (eyes are turned to the left) he or
she will have aface turn to the right. DO NOT correct the child. Instead let the doctor
decide appropriate treatment. Quite often, there is no treatment, in which case we
have to shift the environment for the child. For example, he will sit to watch TVin a
placesuchthatthe TVisto hisleft.
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PSYCHIATRIST (on Mental Health) R2AVV S 77, 7777

1. How to control the stubbornness in 4 yrs. Old. Stubbornness is a part of DS?

Throwing things around? What can we do to help them have a good mental

health

AWhen a child wants something very badly, he will use all his “skills “ to obtain it.
Thiscan betechniques like begging, cajoling, crying, shouting etc.

Alf there’s a difference between what the child wants to do and what his parents
want himto do, there’s a battle onforit.

Alet’stakeitforafactthatthe parentisrefusingtoyield to an unreasonable request
from the child and the child is stubbornly resisting.

The way to handle it is different in younger children, (usually less than five or six

yearsofage)andtheolderones.

4 Youngerkids mostly do not know “right from wrong” and can’t be reasoned with.

4 Thisdoesn’tmeanoneshould giveintothe tantrum.

A Thebestapproach here would beto hugand pacify thekid ,and gently, but firmly
distract him and this will make him lose interest in what he was wanting and get
involvedinthe new activity.

A Happyendingforall!

4 With olderones, a more firm approach is needed. Stand your ground and tell the
child that his demand is not right and there’s no way he will get it. Explain in a
simple way, why heiswrongand whatisthe correct thingto do. Ifthechild listens
andstopsthetantrum, hugand praise the child for beingvery smartand good!

4 If he continues to be stubborn, then firmly put him in a corner of the room and
tell him that he will remain in that corner and nobody will talk to him, till he stops
thetantrum.
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A Thetantrum may increase immediately, but when he realises that he will not get
whatheisdemanding, it will slowly reduce.

4 Once you are sure that the tantrum is over, hug and praise again that he has
understood that he waswrongand then engage himina “happy “activity.

Afewimportantthingstoremember:

1. When you yield to a tantrum, you are basically teaching the child that if wants
something, throwingatantrum is a sure success! If you do so, you should be ready
formoreand more stubbornnessand tantrumsin the future.

2. Whenone parentissetting the limits clearto the child, othersin the family should
not contradict and try to be the child’s advocate. Undermining the parent’s
authority will teach the child to play one parent against the other and learn to
“divideandrule“.

3. Be consistent in the limits you have set for the child. Allowing a particular
behavior at one instance and punishing the same at other times will confuse the
childand hewillnotlearnrightfromwrong.

4. Verbally or physically abusing or threatening the child will not make the child
understand that his tantrum is wrong. He would only think that he has not been
understood and the parentisjust being unfair.

5. Praising the child and rewarding him with a positive and happy attention for
stoppingthetantrumis essentialto shapethechild’s behaviourforthe future.

And, lastly- Stop fora minute to think that the child may be right, and you may be the

onewhois placing an unreasonable order on him. Notatall wrongto hear the child

out beforeyouframetherules!

2.Any medication toimprove mentalhealth?

Noneexist. Ahealthy balanced diet with sufficient Omega 3 fatty acidsisimportant.
Good exercise, being actively involved in learning, and regular sleep have a positive
impacton mental health.

3.Doesteenage affect them same as Normal children?

Yes. Same as it does anybody else. Parents have the responsibility to understand
that their children are not bad, naughty, perverts etc and they are only figuring out
more about themselves and the changes they are going through. Travel along with
them, only beingavailable to preventthem from majordisasters.

4, Please elaborate onrise in cases of depression and regression in adults when
they seem to lose out on all the learning in their lifetime in areas of life skills,
socialization etc whichis commonly seen.

a.isselftalkisnormalor commonin our children 2) how do we identify that my child
showing signs of OCD (3)How to ensure that my teenager doesn't slip into
depression
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SPEECH THERAPIST . Sémmya Kridmnan

1.Atwhat age should my child start talking?

In general, communication in children begins in the form of babbling from around
the age of sixmonths and they say their first words between 10 and 15 months (most
start speaking around their first birthdays). They then begin to pick up a number of
words and startto combine theminto simple phrases after 18 months.

2. My child can understand most of the things said to him but cannot talk
verbally?

Itis NOT all about speech. Parents should be aware that from the earliest stages of
language development, children understand more than they can communicate
themselves. It is through this understanding that they build their own expressive
vocabulary.



3.What should | expect during my first visit with a Speech pathologist?

An evaluationisdone by a speech therapist to assess your child’s development. This
assessment usually includes a standardized test, observation through play, medical
history information, and parent report. The evaluation will help the therapist
understand where the child stands with regard to language and speech skills. This
willhelpin planningtheir goals and strategies for therapy.

4.How often does my child need to attend therapy?

Itisimportant that parents understand two things- One, presence and participation
of the parentin the therapy session is very important in understanding the how and
why of therapy strategies. Two, it is NOT necessary that you see your speech
therapist EVERYDAY. Two to three days a week/ once a week depending on mutual
convenience will suffice. You will need discuss and agree upon a frequency that
works with your preference and lifestyle. What is important is carrying out all the
activities given toyour child by the therapist AT HOME.

5.How long does my child need speech therapy?

It depends upon many variables like age of the child, amount of stimulation given at
home and many more. Each child is different. Therefore, treatment can take a few
weeks, a few months, or a few years. Therapy is a long drawn process that requires
PATIENCE and PRACTICE.

6.Whendolseeaspeechtherapist for mychild?
As early as know that your child is having a delay, you MUST consult a speech
therapist.

7.Willmy child have a speech problem if we speak more than one language?

No. Children who are exposed to many languages will say their first words at about
the same age as those children learning only one language. Unless your child has a
hearing/visualimpairmentyou need not restrict language exposure.

8.Are Speech Pathologists and Speech Therapists the same?
Yes!! The names are used interchangeably. (They hold a degree in Speech Language
Pathology.)

9. My child can talk but hiscommunicationis not clear?

Children with Down Syndrome commonly experience feeding and speech
difficulties due to anatomical and physiological differences in their mouth area.
These differences include a high arched palate, small upper jaw, bulky tongue with
low muscletoneand weak oral muscles.
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DEVELOPING WRITING SKILLS - TIPS

- Mo, Hemamalig Soumitlrs g
M, R, Spilhhdms

Finger Strengthening Exercises

for Writing for children
with Down Syndrome
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Strengthening the intrinsic muscles of hand for hypotonia,
involving thumb movements as it is used
more in pencil grip for writing skill.

1) Make a fist - make a gentle fist
by folding your thumb across the
fingers

2) Ball squeeze - for grip strength, hold a soft foam ball
and squeeze and hold for few seconds and release.
Repeat for 10 counts.

Pinch a ball - Pinch a soft foam ball
between the tips of your fingers
and your thumb. Hold for few
seconds and release. Repeat for 10
counts.

3) Thumb sliding - Start with
hand out in front, palm up.
Thumb away from other
fingers as far as possible.
Then bend the thumb across
the palm so it touches the
base of small finger. Hold for
few seconds. Repeat for a
countof10.
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4) Thumb touch - Hold hand out in front of, with wrist straight.
Gently touch the thumb to each of the four fingertips, one at a time,
touching the tip making the shape of an "0.". Hold each stretch for

4

few seconds. Repeat for a count of 10.

MIDDLE FINGER

&

5) Thumb rotation (opposition movement) - Hold your hand out,
with fingers close to each other except thumb. Rotate the thumb,
diagonally direction to touch the base of the index finger.

08 e

Activities related to finger exercises

RING
FINGER

LITTLE
FINGER

6) Squeezing water out of a sponge.

7) Dropping coin in a coin box with pinch grasp between thumb and
index finger.

8) Playing with dough / clay.

1) Pop the bubbles on large or small bubble pack by pinching with
thumb and index finger or by pushing down on bubbles when sheet
is placed on a hard surface.

2) Building towers with small Lego bricks.

3) Playing with jigsaws & puzzles, develops pincer & tripod grasps.
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EFFECTIVE TECHNIQUES
IN WRITING SKILLS

Pre-writing skills and
adaptations for writing skills

compiled by
V S Hemamalini Special Educator
and Srilakshmi Physio Therapist,
DSFI, Chennai
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Pre - Writing Skills

1. Use of two or one finger
to squeeze a spray bottle

2. Spinning a top holding with

thumb, index and middle finger.
Note the elbow and body position

3. Roll a small clay ball
with thumb and index
fingers and place it.

4. Shoot marbles
(complete hand mind
and eye coordination)
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6. Cutting a clay
or a paper and also pasting
the bits of paper

5. Making pattern with
index finger dipped in paint

Transition from pre-writing to writing skills

During the scaffolding stage - a caregiver need to sit behind the
child to support their elbow enabling to function as desired.

For the skill of colouring within the lines, the pre-requisite will be

the spatial awareness and hand control as part of the pre-writing
skills.
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Writing Skills
Important points to be noted before starting to write:

1.ldentifythe hand dominance

2. Ability of fingersto exerforce

3.Steadiness of shoulders while writing

4.Awareness of letteran number formation (along with itsname and sound)
5.Sensory processingin pencil control

6.Pressure applied onthe surface mechanics

7.Pre-writing strokes formation

8.Stabilizingtrunk and neck to maintain the posture and to ensure rediness.

Issue to be addressed Suggested Adaptations

1. Use of rubber band or gripper
Hypotonia at fingers forextragip.

leading to hyper-extension 2.Usethick pencils/felt pens
3.Usewristto pencil support

1. Use traingularpencils

2. Use socks for hand with three
holes (for thumb, Index and
middlefinger)

3. Use soft pad to tuck in the ring
and little finger

Finger Isolation

1. Give a solid support to foot.

e . . Kneetofootat90 degree
Sitting in upright position 2. Flat seat with backrest

3.Writing desk at lower chest level
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Towards Creating
an Inclusive Tomorrow

downsyndrome.in
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