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A patient in your office 

  7 year old boy with severe developmental delay / congenital CMV infection.   

 No expressive language / tube fed / wheelchair bound.  Charming social smile. 

 You have known the family and their older child  for years: .   “Great parents” 

 Lots of hospital stays in first three years of life for aspiration pneumonia, feeding 

intolerance, but then stable for 3 years.   

 In last two years worsening spasticity, heel cord lengthening, hip surgery for subluxation.   

 Scoliosis progressing, with surgery decision in the next few years.   

 Parents middle-aged and not in great health.   

 Dad asks,  "Can you refer us for hormonal growth attenuation?   It will make it much easier 

for us to care for him if he does not get much bigger."     

 



Should Parents of 

Children With 

Severe Disabilities 

Be Allowed to Stop 

Their Growth? 

 
By Genevieve Field 

March 22, 2016 

 



Growth attenuation in severely 

disabled children :  Background 

Children with severe CNS injuries and anomalies often/usually have: 

 Early puberty and growth spurt. 

Osteopenia. 

 Joint contractures  / dislocations / fractures / pain. 

 Hormonal therapy can 

 Fuse growth plates within months. 

 Result in attenuated growth, size and weight. 

Make it easier for parents to lift, move and care for the child. 

Growth attenuation decisions spark intense debate. 



Growth attenuation:  articles and 

commentaries 

https://jamanetwork.com/journals/jamapediatrics/fullarticle/205553  

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2083760/ 

 

https://www.theguardian.com/society/2012/mar/16/growth-attenuation-treatment-toms-

story 

 

https://www.nytimes.com/2016/03/27/magazine/should-parents-of-severely-disabled-

children-be-allowed-to-stop-their-growth.html  

 

https://www.denverpost.com/2016/05/23/parents-turn-to-hospital-to-stunt-the-growth-of-

severely-disabled-children/  
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YOUR TASK 

 Please respond with your sheets of paper to the 

following statements with this response code in mind: 

Green = Strongly Agree 

Yellow = Agree 

Pink = Disagree 

Red = Strongly Disagree 

 

 I am very uncertain that this request represents the best 

interests of this child. 



Your Task 

Parents make all sorts of decisions regarding the 

health or welfare of their children that are sub-

optimal but very far from being either negligent 

or abusive.  Consequently, the ethically right 

thing to do in this case is to respect the 

autonomous choice they have made regarding 

their child. 



YOUR TASK 

There seems to be considerable ethical 

disagreement among pediatricians regarding 

hormonal growth attenuation in circumstances 

such as this.  I believe physicians in these 

circumstances should have the moral right to 

refuse to agree to parental wishes if, as 

physicians, they believe this treatment is 

ethically flawed. 



YOUR TASK 

When we, as physicians, are supposed to assess 

the best interests of children in relation to a 

medical decision being made by parents, we 

should look at the risk-benefit ratio for that child.  

I do not see what the benefits are supposed to 

be for this child in this case. 



YOUR TASK 

Imagine a 9-year old girl who seems very tall for 

her age.  She has a predicted adult height of 6’ 

3”.  Her parents imagine this would be socially 

problematic for her.  They request that you 

provide hormonal growth attenuation to reduce 

her adult height.  I see this as being clearly 

ethically wrong (and that has implications for 

the case we are considering). 



Pediatric Ethics: Trisomy 18 

Infants 
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              A hospital visit for a newborn 

 Parents of one of your patients found out at the 13 week prenatal visit that they 

were expecting a child with Trisomy 18.  They have a healthy 2 year old. 

 

 They declined the offer of pregnancy termination and met at the hospital with a 

neonatologist and a palliative care team member. 

 

 They decided to carry the baby to term and chose to give their baby a ‘brief trial 

of therapy’ with neonatal stimulation, oxygen if needed for comfort, tube 

feeding would be ok, but no other ‘aggressive’ interventions like intubation or 
CPR. They hope to get her home if she survives.  

  



Case 2  :   A hospital visit. 

 ‘Linda’ was born 3 weeks before due date.  Wt. 2 kg  Apgars 7 and 8 

 

  Baby stabilized and tolerated OG tube feeds. 

 

 Next day a ‘parent advocate’ stops in to visit.  Tells Linda’s parents how 

important it is to do everything they can to support Linda . “Don’t let the doctors 

tell you that supporting Linda in every way is not the right thing to do.” 

 

 Heart murmur noted on day 2.  Parents offered an Echo and agree to do it. 

 

  



Case 2  :   A hospital visit. 

 You come to see the family after the ECHO shows “Large PDA”   If it does not 

close on its own, congestive heart failure will progress.  An operation can close 

the PDA if Linda shows signs of CHF. 

 

 Parents uncertain  about what to do.  They ask for your advice. 

 

 

  



Trisomy 18 Background Facts 

 Diagnosis may be made in utero as early as ten weeks/ more 

common is diagnosis at 15 weeks 

 Trisomy 18 occurs in about 1 in 6000 live births in the US, or 

approximately 1000 children per year in the US. 

 Most of these children will die in the first year of life (though precise 

percentage is impossible to provide due to parental/ medical care 

decisions made in response to medical problems) 

 Survivors will all have severe cognitive impairments 

 Abnormalities include heart defects (ventricular septal defect; 
hypoplastic left heart syndrome) and subsequent heart disease, 

limb malformations, growth restrictions, myelomeningocele, 

microcephaly 

 Some children will have less severe versions of Trisomy 18, partial or 

mosaic Trisomy 18; very rare occurrence. 



Trisomy 18: Ethics issues 

 In the past (though in the present as well) medical practice has been 

to provide comfort care to these infants and allow them to die 

(hence, dismal survival statistics). 

 However, the main threat to life for these infants are cardiac 

problems, which today in many cases can be surgically managed, or 

central apnea.  Successful surgery, and/or tracheostomy and 

ventilator therapy in some of these cases may allow some of these 

children to survive for several years, sometimes substantially longer. 

 Cardiac surgery does nothing to alter other deficits or disabilities 

associated with Trisomy 18. 

 

 KEY QUESTION: Is providing such surgery ethically obligatory from the 

perspective of both attending physicians and parents? 



Trisomy 18: Ethics Issues 

 Key Question #2:  Do parents in this situation have the moral right to accept 
or refuse surgery in the light of what they judge to be the best interest of that 
infant? 

 

 Key Question #3: Is there anything ethically problematic about parents who 
would say that the future quality of life of that child is too dismal, too 
deficient, to justify surgery (hence, they refuse surgery)? 

 

 Key Question #4: Alternatively, does such a quality of life judgment 
represent a form of unjust discrimination against persons with disabilities 
(therefore, obligating physicians to refuse to accede to treatment 
withdrawal or “comfort care only” decisions by parents)? 



Historical Note 

 Bloomington “Baby Doe” case (1982).  Infant born with Trisomy 21 

and esophageal atresia with tracheoesophageal fistula.  This means 

that the baby could not take food by mouth.  Relatively safe 

surgery can correct this.  Parents refused the surgery, noting that 

they had two other children and they did not believe such infants 

could have an acceptable quality of life.  This infant died of 

starvation over six days.  This created a huge political uproar. 

 

 

 QUESTION: Does this case have implications for the care of Trisomy 
18 infants today, given that cardiac surgery is a viable option for at 
least some of these infants, though obviously such surgery is more 

complicated than the surgery in the Bloomington Baby Doe case? 



Your Task 

 Please respond with your sheets of paper to the following 

statements with this response code in mind: 

Green = Strongly Agree 

 Yellow = Agree 

 Pink = Disagree 

 Red = Strongly Disagree 

 

 The future quality of life of Trisomy 18 infants, with or without surgery, 

is severely compromised (unlike Trisomy 21 infants); hence, 

physicians should respect parental choices to refuse cardiac 

surgery. 

 



Your Task 

 Most physicians may see the future quality of life of infants with 

Trisomy 18 as being pretty grim.  This may represent a negative bias.  

Physicians are ethically obligated to present an accurate, unbiased 

account of treatment options for these infants to parents so that they 
can make a truly informed choice. 

 



Your Task 

 Though physicians should present all options for caring for these 

Trisomy 18 infants at birth as fairly as possible, it is ethically 

acceptable for physicians to emphasize to parents the ethical 

legitimacy of choosing comfort care only (and allowing these 

infants to die). 



Your Task 

 In the case we have presented to you, we call attention to the fact 

that representatives of a parental Trisomy 18 support group have 

contacted these parents and are encouraging them to discuss with 

other parents of these children that good outcomes are possible if 
they choose cardiac surgery for these infants. 

 

 As part of a balanced and honest presenting of options to parents of 

a Trisomy 18 infant at birth, physicians should encourage these 

parents to contact these Trisomy 18 support groups so that they can 

appreciate what some possible good outcomes might be. 



Your Task 

 Physicians today have no way of controlling information sources, 

such as social media, that parents of a Trisomy 18 infant might 

access.  However, physicians ought to emphasize to parents of a 

Trisomy 18 infant that medical decisions must be highly 

individualized, that Trisomy 18 social support groups and social 

media sites cannot have access to the relevant medical details of 

their child, and consequently, all their attention must be focused on 

the information they receive from their physicians. 



Your Task 

 It is ethically problematic for physicians that infants with the same 

condition (Trisomy 18) should be treated radically differently from an 

ethical perspective because of what parents choose: pregnancy 

termination, comfort care only, aggressive life-sustaining care. 



 


