
550

Gac Med Mex. 2018;154:550-557 

Contents available at PubMed 

www.gacetamedicademexico.com

Date of reception: 29-05-2018 

Date of acceptance: 18-07-2018 

DOI: 10.24875/GMM.M19000206

Gaceta Médica de México ORIGINAL ARTICLE

Introduction

Epidemiology of intellectual 
disability (ID)

The United Nations Organization, through the Sta-
tistical Conference of the Americas Executive Com-
mittee of the Economic Commission for Latin America 
and the Caribbean, reported a total population of 
557,148,402 inhabitants in Latin America in 2014, out 
of which 12.6 % (70,233,000) had some type of dis-
ability.1 The document The State of World’s Children 
2013: Children with Disabilities, published by the Unit-
ed Nations Organization in 2013, indicated a world-
wide frequency of 13 million children with some type 
of disability and estimated that one out of every 20 
children suffers from it in moderate to severe 
degree.

In Mexico, the latest official data come from the 
National Institute of Statistics and Geography, which 

in the document Disability in Mexico, figures by 2014 
indicates that until that year there were 120 million 
people living in the country, with an estimated preva-
lence of disability of 6 % (47.3 % adults).2 With regard 
to females between 0 and 14 years of age, the main 
causes of disability were problems at birth (44 %) and 
illness (26.9 %); 42.8 % were classified with limitations 
to learn, recall or concentrate, 25.7 % with difficulty 
to bathe, get dressed or eat and 16.6 % with disability 
to verbally communicate. As for fertility, a history of 
pregnancy was documented in 9 % of females be-
tween 15 and 19 years of age, in 44 % between 20 
and 24 years and in 69.6 % between 25 and 29 years, 
with an overall average of children of 2.1.

As regards health services, 35 % of females were 
found to be affiliated to a hospital of the Ministry of 
Health and 32.7 % to the Mexican Institute of Social 
Security; 13.3 % were classified as illiterate.

In 2012, the National Institute of Statistics and Ge-
ography also published The national directory of as-
sociations of and for people with disabilities, where 
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988 societies were registered, out of which 830 (84 %) 
serve pediatric population and 557 (56 %) serve peo-
ple with ID in particular. The activities carried out by 
the societies that assist people with ID are of recre-
ational and cultural nature (108, 37 %), training for 
venturing into working tasks (144, 26 %), psychologi-
cal counseling (167, 30 %), special education (147, 
26 %), physical rehabilitation (164, 29 %), medical 
care (82, 15 %) and hospitalization services (less than 
2 %). None of the societies has a gynecologist or a 
pediatrician.3

To consider the ID diagnosis, the World Health Or-
ganization International Disease

Classification4 indicates that intellectual level must 
be below average to acquire basic skills for function-
ing, survival (communication, self-care, life at home, 
social skills, use of the community, self-direction, 
health and safety, academic functional skills, leisure 
and work) and of onset prior to 18 years of age. It 
classifies ID according to the degree of intellectual 
coefficient as mild (50 to 69 points), moderate (35 to 
49 points), severe (20 to 34 points) and profound (<19) 
points).5

People with ID can face concomitant health prob-
lems, which in adolescents include those related to 
puberal development and menstruation effects. Coex-
istence of health problems such as contractures, rel-
ative immobility or behavioral difficulties might limit 
the participation of the adolescent in her personal 
hygiene. Thus, the dependency for menstrual/person-
al hygiene becomes a problem both for parents or 
caregivers and for adolescents with DI themselves. 
For the former, said dependence for hygiene rep-
resents an additional burden (social, psychological 
and economic),6 and for the latter, it may represent an 
increase in the likelihood of aggression or sexual 
abuse by caregivers.7

Among the different diagnostic-therapeutic interven-
tions to address the menstrual bleeding problem, the 
following can be mentioned:

– Educational maneuvers:8 Richman et al. em-
ployed educational routines in four women with 
mild and moderate DI. The results of the educa-
tional routines employed were directly and posi-
tively related to continuous reinforcement  thereof.9 
Watson demonstrated that training plans can be 
developed with favorable results for the reinforce-
ment of self-care behaviors if physical character-
istics, attitudes and perceptions of adolescents 
with ID are previously considered, together with 
possible support network and health system 

characteristics.10 However, when interrogating 
mothers of adolescents with profound ID, Chou 
found that educational routines are perceived as 
insufficient and that for families they represent an 
disruption of activities and increase family 
expenses.11

– Hormone therapy: this option comprises a wide 
range of possibilities, from oral contraceptives to 
the use of intrauterine devices. Immediate results 
are satisfactory to inhibit or decrease menstrual 
bleeding. It is the first-line treatment of choice in 
cases with no medical contraindications, such as 
recent thrombotic events or that the adolescent 
with ID suffers any type of epilepsy that can ex-
acerbate with hormone therapy.12

– Endometrial ablation: one meta-analysis showed 
that endometrial ablation can be as effective as 
hormone therapy; however, the results reveal that 
it causes pain during the post-surgery months.8 
There are no published reports with long-term 
follow-up of results.

– Hysterectomy: the series of published cases of 
women with ID and hysterectomy indicate mini-
mally frequent or no perioperative and postsurgi-
cal complications, in addition to high satisfaction 
of parents or caregivers; however, there are no 
published reports with medium and long term 
follow-up.13,14

International guidelines and legal documents in 
force in Mexico (Table 1) that allude to hysterectomy 
and menstrual hygiene highlight three ethical aspects: 
respect for the autonomy of adolescent girls with ID, 
the best interest criterion focused on the adolescent 
and, hand in hand with these two, the rights of the 
adolescent in question.15-22

In the Mexican context, the State is not actively in-
volved in issues related to the health and well-being 
of adolescents with ID: there are no specific educa-
tional programs, there is no financial or other kind of 
support for the families of this group of adolescents 
and, as a consequence, the families (usually the 
mothers) are the sole responsible and who face the 
important demand generated by an adolescent girl 
with ID in a situation of full dependence.

In view of these circumstances, and given the sci-
entific-technological advances and low surgical mor-
bidity of hysterectomy, it is logical that complete and 
permanent suppression menstrual bleeding is pre-
ferred. In addition, non-therapeutic hysterectomy for 
menstrual hygiene purposes in adolescents with ID is 
a non-regulated procedure in Mexican hospitals, and 
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Table 1. Related international and national documents on hysterectomy and menstrual hygiene in females with intellectual disability

Organization or 
country

Decree (D), law (L) or regulation (R) Statute

Universal declaration of human rights Article 2: “Everyone is entitled to all the rights and freedoms set 
forth in this Declaration, without distinction of any kind…”
Article 3: “Everyone has the right to life, liberty and security of 
person”.
Article 16: “Men and women of full age, without any limitation…, 
have the right to marry and to found a family”.

UN Convention on the rights of the child Article 2 (D): “... that all human beings under the age of 18 years 
shall not be discriminated against, including the issue of mental 
health.”
Article 24.3 (Pact). “Avoid all kinds of sex organ mutilation for any 
reason.”

122nd consulting council meeting. Female genital 
mutilation, Secretariat report

Paragraph 2: “... to protect girls and women from all forms of 
violence, in particular female genital mutilation ...”

Sexuality and human rights Article 4 (L). “Respect for bodily integrity.”
Article 9 (L). “Freedom to decide to have or not to have, and when 
to have children”.

Convention on the rights of people with disability Article 23 (N). “Recognize the right of the person with disability, 
access to sex education and reproduction methods”.

UNESCO Puberty and education on menstrual hygiene Recommendation. “7‑lesson‑validated program for education on 
menstrual hygiene that can be taught by teachers and tutors”.

CEDAW General recommendation about females and 
health

Articles 10, 12, 15 and 16 (R)
“Forced sterilization is a violation of human dignity.”

FIGO Committee for the Ethical Aspects of Human 
Reproduction and Women’s Health

Contraception chapter, recommendation 6 (N):
“...performing definitive sterilization procedures is an inappropriate 
behavior by treating physicians.”

United States American college of obstetricians and 
Gynecologists

Recommendation 5: “... if the woman has severe ID ..., or if she 
does not have the ability to maintain adequate personal hygiene 
during menstruation, it is ethically and medically prudent to search 
a medical or surgical option, the least invasive possible.”

General statute for the inclusion of people with 
disability

Article 7 (L): “... Right of people with disability to enjoy the 
highest level of health, rehabilitation and habilitation without 
discrimination.”
Article 7 (L): “... Right of people with disability to enjoy the 
highest level of health, rehabilitation and habilitation without 
discrimination.”
Article 7X (L). “To create orientation, education and sexual and 
reproductive rehabilitation programs for people with any disability.”

Mexico Federal law to prevent and eliminate discrimination Article 11.II (L). "To impart education to preserve health, knowledge 
of sexuality, family planning, responsible parenthood and respect 
for human rights.”

General statute on the rights of girls, boys and 
teenagers

Article 50 (V). “To develop preventive health care, guide those 
exercising parental authority or guardianship in matters of sexual 
and reproductive health.”
Article 50 (XIII). “To prohibit, sanction and eradicate forced 
sterilization of girls, boys and adolescents and any obstetric 
violence.”

UN = United Nations, UNESCO = United Nations Educational, Scientific and Cultural Organization; CEDAW = Convention on the Elimination of All Forms of Discrimination against Women, 
FIGO = International Federation of Gynecology and Obstetrics. N
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the decision to perform it is not always submitted to 
a hospital bioethics committee. In this regard, import-
ant ethical questions arise on how to balance the 
health interests of adolescent girls with ID with the 
needs, desires and interests of parents/primary care-
givers and societal interests and if non-therapeutic 
hysterectomy is justified for menstrual hygiene pur-
poses in adolescents with ID in countries like 
Mexico.

The purpose of this manuscript is to favor reflection 
on an archetypal ethical problem (non-therapeutic 
hysterectomy in adolescents with ID) that pediatric 
clinicians face in their clinical practice. Above, the 
objective characteristics of three real cases are pre-
sented (analyzed by the hospital bioethics committee 
of a pediatric hospital of Mexico City).

Discussion

Case 1

This is the case of a 12-year-old adolescent female 
who lives in the bosom of a uniparental family, with 
her 34-year-old mother. She has no perinatal history 
relevant to the case.

Personal pathological history: at 17 days of birth she 
presented with bronchoaspiration with asystole, which 
required ventilatory mechanical support for 2 months, 
during which he suffered from necrotizing enterocolitis 
and seizures; since then, the diagnoses of infantile 
cerebral palsy and convulsive syndrome secondary to 
hypoxic-ischemic encephalopathy were added. At 
seven years of age, she was diagnosed with insu-
lin-dependent diabetes mellitus.

Neurological and psychiatric evolution: since 
10 years of age, she was controlled with anticonvul-
sant monotherapy. The child and adolescent psychia-
try department diagnosed anxiety and impulsivity be-
havior, on treatment with fluoxetine and risperidone. 
She was classified with severe ID, and thus she at-
tends a special school.

Gynecological evaluation: menarche since 11 years, 
with irregular cycles of between five and eight days’ 
duration and with normal volume. Uterine and urinary 
tract abnormalities were ruled out by ultrasound and 
pelvic tomography.

Problem: the mother is the primary caregiver and 
sole economic provider. The school and the child and 
adolescent psychiatry department indicated uninhibit-
ed behaviors, and thus they recommended the mother 
that the adolescent should have hysterectomy 

performed, which was accepted by the mother and the 
procedure was carried out at the pediatric surgery 
department.

Behavioral problems in adolescents with DI such as 
the aforementioned (uninhibited behaviors and 
non-adherence to social rules of behavior) not only 
illustrate the issue of adolescent self-care, but the 
social symbols attributed to menstruation: uninhibited 
behaviors, understood in hormonal terms, the possi-
bility of reproducing (which by not being an option 
leads to think that the uterus is unnecessary, just like 
the teaching of menstrual hygiene) and the traumatic 
nature of a pregnancy under these circumstances for 
all those involved.12,23 By eliminating those problems, 
hysterectomy would increase the “quality of life” of the 
adolescent with ID. However, there is evidence object-
ing this.

The arguments for performing hysterectomy should 
be based on the fact that the benefits obtained by 
permanently suppressing menstruation would be 
greater than the harm inflicted. International ethics 
guidelines and Mexican legal documents (Table 1) 
grant a great value to the right to reproduction and to 
bodily integrity of adolescents with ID; in this context, 
eliminating their physical capacity for reproduction 
would be regarded as a mutilation.

In a meta-analysis on menstrual health that included 
primary studies in developing countries, Chan-
dra-Mouli showed the vagueness of the measure-
ments used to describe adolescents’ menstrual 
 experiences.24 In turn, the World Health Organization 
indicates that 93 % of girls with ID are victims of 
sexual abuse and that in up to 54 % of cases, the 
abuse is perpetrated in their homes.25 This indicates 
that, regardless of the behavior of the adolescents in 
question, the physical and intellectual dependence 
they are subjected to exposes them to sexual abuse, 
and thus hysterectomy does not exempt them from 
being attacked; on the contrary, it can overexpose 
them once the possibility of pregnancy is cancelled. 
The premises that make up this counterargument also 
apply to case 2.

Case 2

This is the case of a 12-year-old adolescent female 
who lives in the bosom of a nuclear family, with mother 
and father of 30 and 34 years of age, respectively. 
There was no significant perinatal history relevant to 
the case.
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Personal pathological history: at her school-age 
stage she developed a reddish protrusion of 1 cm in 
diameter in the occipital region and seizures; the di-
agnosis was occipital dermal sinus and epilepsy.

Neurological and psychiatric evolution: the adoles-
cent had her seizures controlled. Her ID was catego-
rized as moderate, in need of support by caregivers 
for personal hygiene.

Gynecological evaluation: precocious puberty was 
diagnosed, even without menarche. Uterine and an-
nex structures ultrasound showed no structural 
alterations.

Problem: the parents asked the treating doctors to 
carry out hysterectomy, arguing that when the time 
came, the girl would require support for personal hy-
giene during menstrual bleeding. The request was 
accepted by the department of pediatric surgery and 
hysterectomy was performed prior to menarche.

The power that parents have over their children de-
rives, on one hand, from the duty they have to care 
for, to raise and govern the actions of their children 
under age25 and, on the other, from the fact that the 
decisions made will affect not only the life and well-be-
ing of their child (the adolescent girl in this case), but 
also carry emotional, economic and other conse-
quences for themselves. The adolescent is incapaci-
tated for autonomous decision-making, both because 
of her age and her ID, hence parental authority in 
decision making is naturally accepted. In international 
ethical guidelines and national documents (Table 1), 
the criterion of the best interest of the adolescent with 
ID must be the rule for others (parents, caregivers, 
doctors) to make decisions instead of her. The 
risk-benefit evaluation should be exclusively focused 
on the adolescent with ID, which excludes the inter-
ests of decision makers, be it the parents, doctors or 
society.

However, the argument made against not consider-
ing decision makers’ interests should also be taken 
into account, since their exclusion (in the Mexican 
context) might affect the well-being of the adolescent 
with ID. Case 2 teenager has both father and mother, 
and hysterectomy might benefit (because it would 
eliminate stress and fear of the parents deriving from 
possible pregnancies and the burden that menstrual 
hygiene entails) or harm her (because it would be 
violating her individual rights). This ethical questioning 
applies equally in case 1, where the mother is the 
primary caregiver and the only family support; similar-
ly, permanent suppression of menstrual bleeding of 
the adolescent with ID might benefit her (because it 

would allow the mother to continue with economic 
contribution) or harm her (for the same expounded 
reason).

When the interests of “others” predominate in deci-
sion-making, potential benefits can be misleading and 
distort the doctor-patient relationship. Medical care 
based on the fiduciary concept forces treating physi-
cians to perform a comparative analysis (of benefits 
and risks or inherent costs, corresponding to the dif-
ferent management alternatives) that allows them to 
identify the maximum net benefit for the adolescent.26 
Surgically removing the uterus of adolescent girls for 
menstrual hygiene purposes means exposing them to 
an elevated risk of suffering unavoidable and concom-
itant diseases to this type of surgical intervention; 
then, it is impossible not wondering if defecation 
(which is also physiological and with bad hygiene in-
creases the risk of infections) warrants similar radical 
decisions.27

Case 3

This case is about a 13-year-old adolescent girl 
about whom structural characteristics of her family are 
unknown. She has no perinatal history relevant to the 
case.

Personal pathological history: accidental ingestion 
of glibenclamide at three years of age, which caused 
hypoglycemic encephalopathy and asystole that re-
quired resuscitation with chest compression, assisted 
mechanical ventilation and tracheotomy; she present-
ed with difficult-to-control seizures that caused exten-
sive cerebral infarctions.

Neurological and psychiatric evolution: seizures that 
are difficult to control with more than three anticon-
vulsants. She has severe ID and spastic 
quadriparesis.

Gynecological evaluation: menarche since 13 years 
of age with dysfunctional uterine bleeding with hyper-
menorrhea (anemia and poor general hygiene have 
been documented). Pediatric gynecology clinical data 
contraindicated the use of estrogen due to a history 
of cerebral infarctions; in addition, seizure control loss 
was reported with progestogen initial use.

Problem: she has severe ID that determines total 
dependence. She has experienced hypermenorrhea 
with organic repercussion. First-line hormone treat-
ments may increase the risk of cerebral infarction and 
seizure control loss. Due to all the above, the pediatric 
surgery department recommended hysterectomy. In 
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this case, endometrial ablation could have been an-
other alternative.28

According to Beauchamp and Childress,29 decision 
making in the doctor-patient relationship cannot, by 
definition, be always and solely based on biological 
criteria or any other type of personal medical values, 
because it would be, in many situations (as in this 
case), supported by a partial view of the facts. Should 
we think that the hysterectomy performed on this ad-
olescent is a case of discrimination? Discrimination 
consists in treating adolescents with ID in a different 
way than others when there are no relevant differenc-
es justifying it. While it is true that the literature reports 
a very low frequency of surgical complications with 
hysterectomy and high parental satisfaction,30,31 there 
are no published reports with medium and long-term 
follow-up. Justice requires, at least, supervision of 

clinical practice protocols in order to determine if there 
are discriminatory effects.

Global analysis

An ethical analysis of the three presented cases 
generates additional questionings that deserve 
discussion.

If the content of the obligation of the doctor to be 
beneficial is exclusively determined by the parents or 
primary caregivers needs, wishes and interests, “re-
spect for autonomy” has triumphed rather than benef-
icence. Then, this is objectionable, because the 
 exercise of autonomy is not only a status that should 
be granted (to the parents), but a process wherein the 
doctor actively participates to help creating it. In all 
three cases, the parents accepted the hysterectomy 
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Figure 1. Some factors that should influence on decision making for the management of menstrual hygiene and fertility in female adolescents 
with intellectual disability (ID). In this image, the argument for hysterectomy performance in adolescents with ID with menstrual hygiene and fer-
tility purposes is schematized. It should be read downwards; the purple and blue colors (in rectangle) represent the ID etiology, while the green, 
yellow and red colors (in circles) schematize the degree of ID. The arrows are directed towards the arguments and objectives of therapeutic 
possibilities.
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proposed by the doctors and, therefore, their ability to 
understand and decide had not to be assessed. If to 
the above the fact is added that the potential results 
of hysterectomy are usually presented to the parents 
in terms of “better quality of life” (given the almost null 
probabilities of surgical complications, elimination of 
menstrual bleeding and, therefore, of unwanted preg-
nancies), acceptance of hysterectomy by the parents 
is expected. Then, it would be naïve thinking that 
there was really respect for autonomy, since the best 
interest criterion was intimately linked to the parents/
caregivers preferences.

In this same line of reasoning, international ethics 
guidelines and national legal documents point out the 
importance of the adolescent with ID’s consent; in this 
regard, Beauchamp and Childress29 indicate that risk 
assessment of the different alternatives can be easily 
influenced by the way risks and gains are presented. 
Therefore, adolescent girls with ID, even those with 
mild ID, could be immature (in view of the complexity 
of the decision) and easily manipulated.

The predominance of physicians’ biological ap-
proach, restricted to the care of organic diseases, 
leaves aside the fact that adolescents with ID are bio-
psychosocial units, i.e., persons entitled to physical 
integrity. Beneficence offers the primary goal and the 
fundamental reason of medicine, but authentic justice, 
no maleficence and respect for autonomy fix the moral 
limits to professional actions in the search for that goal.

In countries like Mexico, where hospital bioethics 
committees (HBCs) are of recent creation, the simple 
obligation for non-therapeutic hysterectomy in girls 
and adolescents with ID to be determined by the HBC 
is not sufficient per se, but prior it is required for HBCs 
development to be really promoted by improving their 
operating procedures and policies.32

ID creates profound and significant disadvantages 
in the female adolescent who suffers from it, reducing 
her capacity to live properly. Justice is carried out if 
health care resources are used to counteract those 
disadvantages, returning adolescents with ID an op-
portunity to use their abilities. Finally, and continuing 
with this line of reasoning, the factors that should in-
fluence on decision making for the management of 
menstrual hygiene and fertility in the group of adoles-
cents with ID are presented in Figure 1.

Conclusion

Current medical assistance to girls and adolescents 
with DI for the management of menstrual hygiene is 

far from being satisfactory. It is not the intention 
whereby non-therapeutic hysterectomy is practiced on 
girls and adolescents with ID (e.g., for menstrual hy-
giene, to avoid unwanted pregnancies, to reduce the 
burden on parents/caregivers) but the reason that 
drives its performance in this group of girls and ado-
lescents (the fact of considering them with a lower 
moral status than that of persons, basing the decision 
of the procedure on the value these adolescents have 
for others), what entails heavier weight and moral 
relevance.
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