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Do physicians have a duty to disclose the child’s diagnosis to them against the will 

of their parents in the case of CAIS? 
 

Physicians have a professional duty to protect patient welfare— this includes fully disclosing 

diagnoses1 to maximise patient autonomy. Complete Androgen Insensitivity Syndrome (CAIS) 

renders XY individuals intersex (female external appearance and genitalia but abdominal testis is 

present) due to unresponsiveness to testosterone2. Policies and ethical arguments allowing 

parents to request for physicians to hide diagnoses their child are premised on the child’s inability 

to exercise their autonomy before the age of 163 and the perceived psychosocial harms that 

disclosure would bring to the child. This essay argues that physicians have a duty to disclose CAIS 

diagnoses to patients because CAIS is diagnosed in early adolescence4, when patients are 

cognitively competent to exercise their autonomy. Additionally, psychosocial harms are greater 

with nondisclosure. 

 
The physician’s duty to disclose can be interpreted through specific legal directives and broader 

professional obligations to adhere to normative ethical principles. First, I examine current legal 

guidance on CAIS disclosure and the treatment of children, leading into a discussion of autonomy, 

as these policies are undergirded by respect for patient autonomy. I argue that because CAIS 

patients have autonomy, medical proxies are redundant and physician disclosure is necessary. 

Second, I mitigate concerns that medical proxies are important to protect the child’s future 

autonomy by claiming disclosure cannot significantly harm future autonomy. Third, I argue that 

disclosure is in keeping with the normative principle of nonmaleficence, which physicians are duty-

bound to uphold, as it leads to comparatively fewer psychological and societal harms. Following 

this, I counter the argument that parents can more accurately assess the magnitude of these 

harms than physicians, by arguing that Gillick Competent CAIS patients are best able to assess 

this. Finally, I conclude that on both principle-based and consequentialist moral frameworks 

physicians have an ethical duty to disclose even if they do not have a legal one. 

 
This essay discusses CAIS cases where the following is true: (1) Disclosure requires parental 

permission. This is common practice as parental proxy decision-making power encompasses the 

decision for the child not to know about the condition5 (2) Disagreements about disclosure are 

cases of “good intent vs good intent” as described by Waz6, with parents and physicians 

disagreeing about what is best for the child. This is the only scenario where nondisclosure is 

morally dubious as when either party does not act solely in the interests of the child, they are 

morally and legally culpable under status quo5,7 (See 22(3)) (3) Physicians have an obligation to protect 

the patient’s needs and rights over parental rights. The Children Act 19898 (Section 3(1)) 

specifically reframed parental rights over the child as responsibilities to the child’s “physical, 

emotional” needs. (4) Due to lack of awareness, the CAIS patient has not expressed an interest 

to know about their diagnosis. If they had, disclosure is generally ethical and recommended5,6 and 

parental refusal is grounds for mediation9. This is because parents can act in ‘substitute’ capacity 

to realise their child’s wishes in these cases9. 



Disclosure and legal guidance under the status quo 

Physicians in the UK are only legally obliged to disclose CAIS details such as genetic basis, genital 

anatomy, fertility, and treatment options to parents, as legal proxies for the young patients10. By 

medical consensus, patient participation in decision-making is merely “encouraged 

commensurate with changing cognitive and psychological development”10 but there is no 

stipulated course of action when parents request for children to not be told. Hence, it is logical for 

physicians to interpret their legal duties based on general laws around treatment of children and 

the justifications underpinning them. This section argues that disclosure is an implicit duty in spirit 

of these laws. 

 
The legal use of medical proxies is designed to respect patient autonomy11. Beauchamp describes 

autonomy as the right to a “self-chosen plan” for our future12, p.99. Physicians have a professional 

responsibility to respect patient autonomy as they must protect the “best interests”13 of and “value 

of life” 12, p.140 for their patients, which can be best determined by the patient themselves. In 

healthcare, autonomy is formally respected by ‘consent’, as a treatment affecting your future only 

respects your “self-chosen plan” if you permit it. Beauchamp argues autonomy requires adequate 

understanding for meaningful choicep.99, so patient who cannot understand “risks, probable 

benefits and prognoses”p.127 cannot freely consent12. Children are less cognitively competent so 

cannot rationally deliberate decisions in a “sufficiently autonomous manner”12, p.105 warranting 

parents, temporary custodians of their autonomy, to consent for them after “weighing harms and 

benefits of treatment”5. 

 
Generally, physicians respect parental nondisclosure requests because parents represent patient 

autonomy. Patients can ordinarily decide if they want to learn about their diagnosis14 so their 

parents are now entitled to this choice. The right not to know is even legally recognised in genetic 

medicine in a UNESCO declaration that every individual is entitled to decide whether or not to be 

informed of the results of genetic examination”15 (Article 5c). However, this argument is 

inapplicable to CAIS because adolescent patients are usually ‘Gillick Competent’ with “sufficient 

understanding and intelligence”14 to exercise their autonomy so proxy decision makers are 

unnecessary. The NHS currently permits patients under 16 to consent if they demonstrate 

“enough intelligence, competence and understanding to fully appreciate what's involved”3.  

 

It may be argued that the role of parents as proxy-decision makers extends beyond substituting 

for the child’s cognitive incompetence. Ross claims that parents are more able to protect a child’s 

“future autonomy” than the child who has “limited world experience”, hindering formation of a 

“well-conceived life plan”9. Therefore, decisions autonomously made today must be assigned less 

importance. To draw on an example from CAIS medical treatment, if a CAIS patient decided not 

to undergo estrogen replacement therapy, physicians should not allow this because it will further 

reduce their bone density15. The reason why this counterargument is mitigated when disclosure is 

in question is because disclosure it itself does not significantly compromise future autonomy. As 

patients are still minors, most decisions made following disclosure (eg: genital surgery2) still legally 

require parental consent so parents can still prohibit actions harmful to their future autonomy. 

 

 



Is disclosure consistent with obligations to uphold consequentialist principles? 

The duties of physicians extend beyond their legal obligations. Under the Hippocratic Oath, 

physicians swear to “use treatment to help the sick...never to injure or wrong them”14. They have 

an additional duty to uphold consequentialist ethical principles of beneficence (“to help”) and 

nonmaleficence (to never injure) when deciding on disclosure. Due to limited scope, this section 

only considers the harmful consequences of disclosure and nondisclosure, concluding disclosure 

is required to practice nonmaleficence. 

 
Physicians’ duty of nonmaleficence forbids “inflict(ing) evil or harm” to patients12, p.151 as this is 

prima facie in direct contradiction with the role of caring for the sick. Beauchamp argues that 

‘harm’ does not only include “physical and psychological…health and survival” but broader factors 

such as reputation as well12, p.152. This broad definition also applies legally, after a Supreme Court 

ruling19 considered harm to a mentally incapacitated man. As there is no substantive evidence that 

early medical intervention is necessary to prevent tumours resulting from CAIS19 nondisclosure 

cannot be said to increase physical harms. Hence, only psychological and social harms are 

discussed here. 

 
Psychological harm 

Parents make nondisclosure requests to protect children from threats to self-image20,“fear, 

sadness or stigma”15. Knowledge of CAIS is known to cause “psychological distress in the teen”2. 

A study of 66 women with CAIS or gonadal dysgenesis found 33% suffered psychological illness 

such as anxiety or depression and there were four suicide attempts22. While it remains unclear if 

this was caused by early disclosure of diagnosis as the median age of interviewees was 32, the 

study proves that psychological distress can result from a CAIS diagnosis. Intersex advocacy 

movements stress that psychological harm also comes from societal stigmatisation3. Should 

physicians, respect nondisclosure requests to protect the psychological wellbeing of CAIS 

patients? 

 
Disclosure is still ethically justified because nondisclosure brings greater psychological harms. 

Accounts from CAIS patients reveal an “awareness of the silence surrounding them” resulting in 

“a childhood of uncertainty and sense of being imperfect”, even if parents were accepting of them, 

because they did not know the reason for it14. Learning about their condition in an unprotected 

environment without physician disclosure is also distressing. An intersex patient recalls her 

mother “screaming and running from the room” after disclosing her condition long after diagnosis, 

reinforcing that intersexuality was “inherently unspeakable”. Physician disclosure is collaborative 

and involving multidisciplinary team10, which includes parents, to ease patients into diagnoses 

and to destigmatise CAIS. Nondisclosure here is harder to reconcile with nonmaleficence 

because in aiming to temporarily delay psychological distress from CAIS knowledge, 

nondisclosure creates stigma within families which otherwise would not exist. 

 
Conversely, when the silence was broken MacKenzie reports “empowerment” as “a positive sense 

of self is more likely to be achieved”14. Growing up in a narrative of CAIS knowledge and discourse 

reduces the psychological distress of CAIS, whereas learning of it only in adulthood through 

“recurring medical exams with others present” is shameful14. Disclosure enabled patients to seek 

support from communities of “others born with different bodies” which they found to be critical for 

empowerment14. MacKenzie’s accounts are based on interviews with the few New Zealanders 



who finally felt empowered to speak out about their intersexuality— it is possible that 

nondisclosure created a lasting shame for many more. Nondisclosure yields similar psychological 

distress as disclosure, but with additional psychological harms to a patient’s self-identity. These 

heighten the physician’s duty to disclose CAIS to their patients who are Gillick Competent— 

perhaps even to those who are not. 

 

Social harms 

Finally, as Beauchamp argues, it is necessary to interrogate ethical duties via a bottom-up 

approach of considering the practical outcomes of disclosure. Weinstock proposes that doctors 

have secondary duties to meet “societal and professional expectations of protecting the public”20, 

including building trust between patients and the healthcare system, so patients seek medical 

help when they require it. This obligation is an extension of nonmaleficence. 

 
Intersex patients wished “to have nothing to do with the medical profession because of their 

negative experiences” as even if nondisclosure requests had come from their parents, they felt a 

betrayal of trust when physicians agreed to withhold information14. Dreger describes a CAIS 

patient who avoided “medical care for 18 years” until “she developed severe osteoporosis”15. As 

nondisclosure is capable of undermining patient trust in physicians and the healthcare system, 

doctors have a secondary duty to disclose CAIS to patients, even if parents disagree. Going 

against parental wishes by taking such cases to court might “breakdown the (physician-parent) 

relationship”15, but this is a palatable loss given physicians have a primary obligation to patients 

before their secondary obligation to society. 

 
There is no legally enforceable duty but in general, physicians have an ethical duty to disclose 

CAIS. CAIS patients are Gillick Competent and therefore do not need medical proxies to exercise 

their autonomy even if they are legally provided. This means (1) physicians have an ethical duty 

to maximise CAIS patient autonomy by making her aware of her medical condition (2) physicians 

have a greater obligation to respect their wishes over their parents’. While parental decision- 

making is also important to protect the child’s future autonomy, widening the child’s autonomy by 

disclosure does not significantly comprise this future autonomy, so disclosure is still justified. On 

top of this, CAIS disclosure is in line with the physician’s wider duty to protect patients from 

psychological harm as the harms of nondisclosure are greater. Because the magnitude of harms 

to an individual can vary depending on contextual features such as the child’s psychological 

maturity and family support, the lack of legal duty enables physicians to actively deliberate their 

duty to disclosure individual cases. Physicians can protect society at large when patients trust 

them and seek medical help when they need it. This trust is built from young— when your 

physician is not legally obliged to disclose your childhood condition, but they tell you anyway. 
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