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Functionalists describe the role of medicine as maintaining the “normal” functioning of
individuals and society [1]. Definitions of normal functioning, however, are subjective,
determined by cultural and personal values. Medicine’s values and the resulting
explanatory model of disease do, in fact, promulgate a definition of normal functioning
and, by extension, a version of “the good life.” However, medicine’s version of “the good
life” may not reflect that of many of those it serves, causing a conflict that remains
largely unrecognized. Herein we discuss how one of the most prominent values of the
medical profession—intellectual ability [2]—contributes to that conflict. This valuing of
intellectual ability constructs and projects onto patients an often misguided notion of
“the good life,” with far-reaching and unfortunate implications for those with cognitive or
intellectual disabilities. We conclude with practical suggestions for how medical
students, faculty, and practitioners can challenge biases that may be harming patients
who have a different notion of “the good life.”

Intellectual Ability and “The Good Life”

We surveyed two consecutive classes of first-year students at Mayo Medical School and
asked them: “"Would you be able to live a fulfilling life if you had a severe physical
disability [or] severe cognitive disability?” Ninety-three of 95 students (98 percent)
responded. Forty-nine students (53 percent) thought they could have a fulfilling life with
a severe physical disability, but only 24 students (26 percent) thought they could have a
fulfilling life with a severe cognitive disability (unpublished survey). In the resulting
classroom discussion, the students recognized that their personal success and identity
had been linked to their intellectual ability, making a cognitive impairment much more of
a threat to their identities. They wondered if a similar survey of athletes would yield the
opposite results.

Physicians are educated for many years and are rewarded for their intellect. It is not
surprising that intellectual ability is a primary value held by academic physicians [2].
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However, the notion that intellectual ability is an essential element of “the good life” is
not necessarily congruent with the capably expressed [3] perceptions of the
approximately 25 million people living with cognitive disabilities, intellectual disabilities,
or both in the United States [4, 5]. While there is considerable diversity in findings of life
satisfaction [6, 7] for people with cognitive and intellectual disabilities, some from
sampled populations have expressed a high level of life satisfaction. For example, a
national survey [8] reported that “99 percent of people with Down syndrome indicated
that they were happy with their lives [and] 97 percent liked who they are” [9], a result
that did not correlate with reported degree of learning difficulty [8]. Also, a recent survey
of people with dementia found no correlation between a person’s level of cognitive
impairment and reported quality of life [LINK: http://journalofethics.ama-
assn.org/2006/05/jdsc1-0605.html] [10]. In fact, several clinical trials have shown
significant increases in cognitive function in patients with dementia without changes in
reported quality of life [11-14].

In studies showing that some people with a cognitive impairment experience a lower
quality of life than those without cognitive impairments, the reasons cited for diminished
quality of life more often include conditions like depression [15] or social factors like
employment and relationship problems [6, 16, 17] than the cognitive impairment itself.

Historically, persons with cognitive and intellectual disabilities have lived with severe
social stigma [18]. As they begin living in communities instead of institutions and
obstacles to employment [19] and education [20] are addressed, social attitudes are
also improving [21]. While this trend is also seen among medical professionals [22],
change in medicine’s perception of intellectual and cognitive disability lags behind
change in other professions’ attitudes. A study comparing members of four different
helping professions who regularly interact with people with intellectual disabilities—
physicians, psychologists, social workers, and special education teachers—found that
physicians had significantly lower expectations and more pessimistic prognoses than
surveyed members of all other professions [23].

Consequences of Medicine’s Valuing of Intellectual Ability

Medicine’s definition of normal intelligence is an intellectual quotient above 70. Similarly,
a mental status exam score consistently below 26 suggests dementia [24]. Such
measures of function are important to medicine because they are used to determine the
need for and potential impact of interventions. Measures of life satisfaction or quality of
life, on the other hand, are rarely considered. Of the numerous clinical trials that have
investigated medical interventions for dementia, only a small percentage has included
any measurements of patient life satisfaction [25]. As a direct consequence of the
narrow design of this research, the targets of interventions are sometimes more
controversial among patients and their families than those immersed in medical culture
realize. For example, when parents of people with Down syndrome in Canada were asked
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if they felt researchers should be trying to find a cure for Down syndrome, only 43
percent said “yes" [26]. Some research advancements hailed by the media as possible
“cures” might be met by resistance from some parents of those with Down syndrome, a
phenomenon described by one journalist as “Down syndrome soul searching” [27].

Many clinical ethical dilemmas arise from the intersection of intellectual and cognitive
disability and medicine’s valuing of intellectual ability. For example, the medical literature
discusses a “window of opportunity” to withdraw life-sustaining treatment for someone
who is likely to survive an acute event with an intellectual or cognitive disability [28]—
the term "opportunity” implying that death might be a preferable outcome. The medical
literature contains few studies on the long-term quality of life of the people who survive
acute events with disabilities (e.g., neonates who survive an intraventricular hemorrhage)
[17, 29, 30]. Skotko, Levine, and Goldstein’s survey of people with Down syndrome
found that 99 percent of those surveyed were happy with their lives [8], which would
indicate that the assumption that a person’s interest is better served by dying than living
with disability may be erroneous. And many of these respondents were born before the
passage of the Baby Doe Law [31], when it was thought compassionate to allow a
newborn with Down syndrome to die.

Such attitudes have real health consequences. People with intellectual disabilities meet
most of the federal criteria for a "“medically underserved population.” Two Surgeon
General's reports [32, 33] and a report from the National Council on Disabilities [34]
describe decreased access and poorer-quality health care for people with intellectual
disabilities. People in this population are less likely to receive preventive care [32],
treatment for acute conditions [35], or desired care at the end of life [36]. The disparities
have been partially attributed to overly negative attitudes on the part of clinicians [LINK:
http://journalofethics.ama-assn.org/2015/06/nlit2-1506.html] [37, 38] about quality of
life with a disability, which greatly influence proposed treatment plans [39, 40]. For
example, it has been suggested that physicians undertake fewer smoking cessation
discussions with patients who have intellectual disabilities than with patients who do
not, because physicians assume that smoking provides some enjoyment in an otherwise
unhappy life [41].

Not only is the health care provided to individuals with disabilities subpar, but their very
self-concepts and their families’ perceptions of them can be affected. For example, a
study found that people who were newly injured and interacting closely with medical
staff absorbed negative attitudes about themselves [42]. Similarly, parents’ fear and
anxiety were increased if medical staff chose to present what parents later perceived to
be overly negative information at the time their children were diagnosed with intellectual
disabilities [43]. This phenomenon is dangerous to a population that is overcoming social
stigma and has only recently been afforded the same rights as other citizens [44].
Although pessimistic attitudes towards people with intellectual and cognitive disabilities
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are prevalent in medicine, the impact of the problem on health is so great that it has
been suggested that anyone prejudiced in this way should be excluded from the
profession [38].

Suggestions for Current Medical Students, Medical Faculty, and Practitioners
Medicine’s valuing of intellectual ability has negatively affected the care provided to
people with intellectual and cognitive disabilities. But patients’ accounts of their own
experience show that the entire range of cognitive abilities, even those that fall well
below a medically defined “normal,” are compatible with a high or acceptable quality of
life. To better serve patients with intellectual or cognitive disabilities, it is imperative that
medicine challenge its own biases and recognize the harmful effect of imposing
recommendations based on medicine’s version of the “good life” on those who may hold
different personal values. We provide a brief list of suggestions to move toward this goal.

1.

720

Teach about disability in medical school. A national survey of medical students
found that 81 percent were not receiving any clinical instruction on intellectual
disabilities and 66 percent did not believe they received sufficient classroom
instruction [45]. Furthermore, there are very few medical schools that have
curricula addressing the lived experience of people with intellectual and cognitive
disabilities, even though such curricula have the potential to improve attitudes
toward these populations [46].

d.

Individuals who have intellectual or cognitive disabilities should be
involved in the design and implementation of this training [47, 48]. Their
involvement would help challenge notions of “the good life” derived
exclusively from medical culture and communicate the actual experiences
of patients.

Make the value medicine places on intellect visible and a topic for
discussion. Allow for reflection about how this value might manifest itself
in the students’ own decision making and potentially impact patient care.
Encourage premedical and medical students to gain experience working
with people who have intellectual and cognitive disabilities through
either volunteer or classroom activities. People who have relationships
with people who have intellectual and cognitive disabilities are more
likely to understand them [22, 49]. Discussion of student experiences
with disability should be encouraged.

2. Increase diversity [LINK: http://journalofethics.ama-

assn.org/2015/04/msoc1-1504.html] in medical schools and, therefore, the
medical profession. Admit applicants who have disabilities and work toward
improving their education. Unnecessary barriers [LINK:
http://journalofethics.ama-assn.org/2015/02/pfor2-1502.html], such as
overly rigid technical standards for admission and lack of the
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accommodations that should be available according to the Americans with
Disabilities Act, exist for medical school applicants who have disabilities [50].
Furthermore, there are notable discrepancies in medical education outcomes.
Students without disabilities perform significantly better on the US Medical
License Exam (USMLE) Steps 1 and 2 Clinical Knowledge, even with
comparable academic and clinical performance [51], as well as on the
Medical College Admissions Test (MCAT) [52]. The reasons for this
discrepancy are poorly understood, and a failure to examine this problem
perpetuates the stigma surrounding disability and the belief that intellectual
“normalcy” is necessary for “the good life.”

3. Treat the patient, not the impairment.

a. The dangers of adhering to “the golden rule,” or “treat others as you
would like to be treated,” in a clinical setting have been described [53].
Physicians must recognize their own values and that these might be very
different from those of their patients.

b. Accordingly, if increasing cognitive function is an option, it should be
discussed with the patient, but clinicians should not assume that
increasing cognitive function is a goal.

c. Clinicians should not assume that cognitive impairments necessarily
decrease quality of life for every patient.

d. If the patient describes a low quality of life, clinicians should not assume
cognitive impairment is the cause but should explore depression and
other mood disorders as well as social contributors to quality of life, like
relationships and employment.

4. Research the patient, not the impairment.

a. Interventions can only be useful to patients if they are in line with their
own perception of “the good life.” Researchers should not assume that
increased cognition is the only end goal that matters. Quality of life and
social factors affecting people with intellectual and cognitive disabilities
should also be studied [54].

b. A good way to achieve this goal is to develop the aims of research
programs with help from the community intended to benefit from the
research.

We are urging a cultural change: not devaluing intelligence in medical professionals, but
increasing awareness of medical culture and values and how they may differ from those
of patients. All cultural change takes time and is challenging, but medical culture has
been described as particularly difficult to change [55]. It is not impossible, however, and
it is important that medicine does not, through its own unexplored values, perpetuate
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inequalities for people with cognitive and/or intellectual disabilities as they attempt to
overcome substantial historical stigma.

References

722

1.

11.

12.

13.

Oliver M. Theories of disability in health practice and research. BMJ.
1998;317(7170):1446-1449.

Pololi L, Kern DE, Carr P, Conrad P, Knight S. The culture of academic medicine:
faculty perceptions of the lack of alignment between individual and institutional
values. / Gen Intern Med. 2009;24(12):1289-1295.

Mozley CG, Huxley P, Sutcliffe C, et al. “Not knowing where | am doesn't mean |
don't know what | like": cognitive impairment and quality of life responses in
elderly people. Int / Geriatr Psychiatry. 1999;14(9):776-783.

The Arc. Intellectual disability. http://www.thearc.org/learn-about/intellectual-
disabilities?utm _expid=13574319-
3.ivfS6S)_SRO_LuVc4uC38Q.1&utm_referrer=https%3A%2F%2Fwww.google.co
m%2F. Accessed November 4, 2014.

Family Caregiver Alliance. Incidence and prevalence of the major causes of brain
impairment. March 2001. https://caregiver.org/incidence-and-prevalence-
major-causes-brain-impairment. Accessed November 4, 2014.

Corrigan JD, Bogner JA, Mysiw W], Clinchot D, Fugate L. Life satisfaction after
traumatic brain injury. / Head Trauma Rehabil. 2001;16(6):543-555.

Seltzer, MM, Krauss MW. Quality of life of adults with mental
retardation/developmental disabilities who live with family. Ment Retard Dev
Disabil Res Rev. 2001;7(2):105-114.

Skotko BG, Levine SP, Goldstein R. Self-perceptions from people with Down
syndrome. Am / Med Genet A. 2011;155A(10):2360-2369.

Skotko, Levine, Goldstein, 2360.

. Hoe J, Katona C, Orrell M, Livingston G. Quality of life in dementia: care recipient

and caregiver perceptions of quality of life in dementia: the LASER-AD study. IntJ
Geriatr Psychiatry. 2007;22(10):1031-1036.

Aisen PS, Schafer KA, Grundman M, et al; Alzheimer’s Disease Cooperative Study.
Effects of rofecoxib or naproxen vs placebo on Alzheimer disease progression: a
randomized controlled trial. JAMA. 2003;289(21):2819-2826.

Green RC, Schneider LS, Amato DA, et al; Tarenflurbil Phase 3 Study Group. Effect
of tarenflurbil on cognitive decline and activities of daily living in patients with
mild Alzheimer disease: a randomized controlled trial. JAMA. 2009;302(23):2557-
2564,

Lu PH, Masterman DA, Mulnard R, et al. Effects of testosterone on cognition and
mood in male patients with mild Alzheimer disease and healthy elderly men. Arch
Neurol. 2006;63(2):177-185.

www.amajournalofethics.org



14.

15.

16.

17.

18.

19.

20.

21.

22,

23.

24,

25.

26.

27.

McCarney R, Fisher P, lliffe S, et al. Ginkgo biloba for mild to moderate dementia
in a community setting: a pragmatic, randomised, parallel-group, double-blind,
placebo-controlled trial. Int J Geriatr Psychiatry. 2008;23(12):1222-1230.
Livingston G, Cooper C, Woods J, Milne A, Katona C. Successful ageing in
adversity: the LASER-AD longitudinal study. / Neurol Neurosurg Psychiatry.
2008;79(6):641-645.

Heinemann AW, Whiteneck GG. Relationships among impairment, disability,
handicap, and life satisfaction in persons with traumatic brain injury. / Head
Trauma Rehabil. 1995;10(4):54-63.

Soderback |, Ekholm J. Medical and social factors affecting behavior patterns in
patients with acquired brain damage: a study of patients living at home three
years after the incident. Disabil Rehabil. 1992;14(1):30-35.

Ali A, Hassiotis A, Strydom A, King M. Self stigma in people with intellectual
disabilities and courtesy stigma in family carers: a systematic review. Res Dev
Disabil. 2012;33(6):2122-2140.

Rothstein MA. Innovations of the Americans With Disabilities Act: confronting
disability discrimination in employment. JAMA. 2015;313(22):2221-2222.
Lipsky DK, Gartner A. Inclusion and School Reform: Transforming America’s
Classrooms. Baltimore, MD: Paul H. Brookes Publishing Co; 1997.
MarketResponse International. 1962/2012 Minnesota survey of attitudes
regarding developmental disabilities. Minnesota Governor's Council on
Developmental Disabilities. April 4, 2012. http://mn.gov/mnddc/extra/customer-
research/GCDD-Attitudes-Report-3-27-2012.pdf. Accessed November 12,
2014.

Pace JE, Shin M, Rasmussen SA. Understanding attitudes toward people with
Down syndrome. Am J Med Genet A.2010;152A(9):2185-2192.

Siperstein GN, Wolraich ML, Reed D. Professionals’ prognoses for individuals
with mental retardation: search for consensus within interdisciplinary settings.
Am | Ment Retard. 1994;98(4):519-526.

Kukull WA, Larson EB, Teri L, Bowen J, McCormick W, Pfanschmidt ML. The Mini-
Mental State Examination score and the clinical diagnosis of dementia. / Clin
Epidemiol. 1994;47(9):1061-1067.

Cooper C, Mukadam N, Katona C, et al. Systematic review of the effectiveness of
pharmacologic interventions to improve quality of life and well-being in people
with dementia. Am J Geriatr Psychiatry. 2013;21(2):173-183.

Inglis A, Lohn Z, Austin JC, Hippman C. A “cure” for Down syndrome: what do
parents want? Clin Genet. 2014;86(4):310-317.

Aleccia J. Could it be a “cure”? Breakthrough prompts Down syndrome soul-
searching. NBC News. August 11, 2013. http://www.nbcnews.com/health/kids-
health/could-it-be-cure-breakthrough-prompts-down-syndrome-soul-
searching-f6C10879213. Accessed June 30, 2015.

AMA Journal of Ethics, August 2015 723



724

28.

29.

30.

31.
32.

33.

34,

35.

36.

37.

38.

Wilkinson D. The window of opportunity for treatment withdrawal. Arch Pediatr
Adolesc Med. 2011;165(3):211-215.

Lim C, Verfaellie M, Schnyer D, Lafleche G, Alexander MP. Recovery, long-term
cognitive outcome and quality of life following out-of-hospital cardiac arrest. /
Rehabil Med. 2014;46:691-697.

Plevier CM, Mooy JM, Marang-Van de Mheen PJ, et al. Persistent impaired
emotional functioning in survivors of a myocardial infarction? Qual Life Res.
2001;10(2):123-132.

Pub L No. 98-457, 98 Stat 1752.

US Department of Health and Human Services. The Surgeon General’s call to
action to improve the health and wellness of persons with disabilities. Rockville,
MD: US Department of Health and Human Services Office of the Surgeon
General; 2005.
http://www.ncbi.nIm.nih.gov/books/NBK44667/pdf/Bookshelf _NBK44667.pdf.
Accessed June 9, 2015.

US Office of the Surgeon General; National Institute of Child Health and Human
Development; Centers for Disease Control and Prevention. Closing the gap: a
national blueprint to improve the health of persons with mental retardation:
report of the Surgeon General's Conference on Health Disparities and Mental
Retardation. Washington, DC: US Department of Health and Human Services;
2002. http://www.ncbi.nlm.nih.gov/books/NBK44346/?report=reader. Accessed
June 9, 2015.

National Council on Disability. The Current State of Healthcare for People with
Disabilities. September 30, 2009.
http://www.ncd.gov/rawmedia_repository/0d7c848f_3d97 _43b3_bea5_36e1
d97f973d?document.pdf. Accessed June 9, 2015.

US Department of Health and Human Services. Healthy people 2010:
understanding and improving health. 2nd ed. Washington, DC: US Government
Printing Office; 2000. http://health-
equity.pitt.edu/640/1/Healthy _People _2010-Under_and_Improv_Health.pdf.
Accessed June 9, 2015.

Savage TA, Ast K, Bess R. Supports and resources for adults. In: Friedman SL,
Helm DT, eds. End-of-Life Care for Children and Adults with Intellectual and
Developmental Disabilities. Washington, DC: American Association on Intellectual
and Developmental Disabilities; 2010:313-328.

Ditchman N, Werner S, Kosyluk K, Jones N, Elg B, Corrigan PW. Stigma and
intellectual disability: potential application of mental illness research. Rehabil
Psychol. 2013;58(2):206-216.

Paris MJ. Attitudes of medical students and health-care professionals toward
people with disabilities. Arch Phys Med Rehabil. 1993;74(8):818-825.

www.amajournalofethics.org



39.

40.

41.

42,

43.

L4,

45,

46.

47.

48.

49,

50.

51.

52.

53.

54.

Siperstein GN, Wolraich ML, Reed D. Physicians’ prognoses about the quality of
life for infants with intraventricular hemorrhage. / Dev Behav Pediatr.
1991;12(3):148-153.

Siperstein GN, Wolraich ML, Reed D, O'Keefe P. Medical decisions and
prognostications of pediatricians for infants with meningomyelocele. / Pediatr.
1988;113(5):835-840.

lezzoni LI. Eliminating health and health care disparities among the growing
population of people with disabilities. Health Aff (Millwood). 2011;30(10):1947-
1954.

Tucker SJ. The psychology of spinal cord injury: patient-staff interaction. Rehabil
Lit. 1980;41(5-6):114-121.

Skotko B. Mothers of children with Down syndrome reflect on their postnatal
support. Pediatrics. 2005;115(1):64-77.

Karger H, Rose SR. Revisiting the Americans with Disabilities Act after two
decades. / Soc Work Disabil Rehabil. 2010;9(2):73-86.

Special Olympics. Changing attitudes changing the world: the health and health
care of people with intellectual disabilities. 2005.
http://www.specialolympics.org/uploadedFiles/LandingPage/WhatWeDo/Resea
rch_Studies_Desciption_Pages/policy _paper_Health.pdf. Accessed October 20,
2014.

Ryan TA, Scior K. Medical students’ attitudes towards people with intellectual
disabilities: a literature review. Res Dev Disabil. 2014:;35(10);2316-2328.
Lennox N, Diggens J. Knowledge, skills and attitudes: medical schools’ coverage
of an ideal curriculum on intellectual disability. / Intellect Dev Disabil.
1999;24(4):341-347.

Lennox N, Diggens J. Medical education and intellectual disability: a survey of
Australian medical schools. / Intellect Dev Disabil. 1999;24(4):333-340.

Unger DD. Employers’ attitudes toward persons with disabilities in the
workforce: myths or realities? Focus Autism Other Dev Disabl. 2002;17(1):2-10.
Wainapel SF. Unjustified barriers for medical school applicants with physical
disabilities. AMA J Ethics. 2015;17(2):157-159.

Teherani A, Papadakis MA. Clinical performance of medical students with
protected disabilities. JAMA. 2013;310(21):2309-2311.

Seacy CA, Dowd KW, Hughes MG, Baldwin S, Pigg T. Association of MCAT scores
obtained with standard vs extra administration time with medical school
admission, medical student performance, and time to graduation. JAMA.
2015;313(22):2253-2262.

Kothari S, Kirschner KL. Abandoning the Golden Rule: the problem with “putting
ourselves in the patient’s place.” Top Stroke Rehabil. 2006;13(4):68-73.

Dykens EM. Toward a positive psychology of mental retardation. Am J
Orthopsychiatry. 2006;76(2):185-193.

AMA Journal of Ethics, August 2015 725



55. Bloom SW. Structure and ideology in medical education: an analysis of resistance
to change. / Health Soc Behav. 1988;29(4):294-306.

Julie M.G. Rogers, PhD, is a fourth-year medical student at the Mayo Medical School in
Rochester, Minnesota. She holds a PhD in biochemistry and molecular biophysics from
the University of Pennsylvania and an MA in bioethics and health policy from Loyola
University Chicago. Dr. Rogers is interested in disability ethics, especially as it pertains to
intellectual disability and end-of-life care.

C. Christopher Hook, MD, is an associate professor; a consultant in hematology, internal
medicine, and in the Special Coagulation Laboratory; and chair of the Enterprise Ethics
Education Committee at the Mayo Clinic in Rochester, Minnesota. At the Mayo Clinic, he
founded the Clinical Ethics Council and the ethics consultation service, among other
clinical ethics services. He received his MD from the University of Illinois College of
Medicine and did his postgraduate training in internal medicine, hematology, and medical
oncology at the Mayo School of Graduate Medical Education.

Rachel D. Havyer, MD, is an assistant professor of medicine and a consultant in primary
care internal medicine and palliative medicine at the Mayo Clinic in Rochester,
Minnesota. She received her MD from the Mayo Medical School and did her postgraduate
training in internal medicine at the Mayo School of Graduate Medical Education. Dr.
Havyer is interested in improving the care and experience of patients and caregivers
through scholarly work in palliative care and population health.

Related in the AMA Journal of Ethics
Unjustified Barriers for Medical School Applicants with Physical Disabilities, February
2015

Coping Mechanisms and Quality of Life, May 2006

The Myth of the Normal Brain: Embracing Neurodiversity, April 2015

Legacy Admissions in Medical School, December 2012

Bias in Assessment of Noncognitive Attributes, December 2012

Affirmative Action and Medical School Admissions, December 2012

Promoting the Affordability of a Medical Education to Members of Groups

Underrepresented in the Profession, February 2015

The viewpoints expressed in this article are those of the author(s) and do not necessarily reflect
the views and policies of the AMA.

Copyright 2015 American Medical Association. All rights reserved.
ISSN 2376-6980

726 www.amajournalofethics.org


http://journalofethics.ama-assn.org/2015/02/pfor2-1502.html
http://journalofethics.ama-assn.org/2006/05/jdsc1-0605.html
http://journalofethics.ama-assn.org/2015/04/msoc1-1504.html
http://journalofethics.ama-assn.org/2012/12/ecas3-1212.html
http://journalofethics.ama-assn.org/2012/12/stas2-1212.html
http://journalofethics.ama-assn.org/2012/12/hlaw1-1212.html
http://journalofethics.ama-assn.org/2015/02/oped1-1502.html
http://journalofethics.ama-assn.org/2015/02/oped1-1502.html

