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Individuals with intellectual disability (ID) develop cancers 
as frequently as individuals in the general population, but 
those with ID develop an excess of digestive tract tumors, 
particularly colon and rectal cancers (1-3). Unfortunately, 
cancers are poorly documented in this group of individuals, 
which account for nearly 2% of the population. Of note, 
individuals with ID are less likely to receive a fecal occult 
blood test (FOBT), compared to individuals in the general 
population. For example, in Canada (4) and France, FOBT 
screening is practiced 29% less frequently in people with ID 
than in the general population (34% vs. 24%) (5). In France, 
colorectal cancer screening is practiced with FOBT every 
two years, from age 50 to age 74 years. This retrospective 
study aimed to examine colorectal cancer outcomes among 
adults with ID and compare them to the outcomes observed 
in the general population.

We retrieved data from the Hérault Tumor Registry on 
all patients with colon and rectum cancer diagnosed between 
01/01/2012 and 31/12/2020. This registry comprehensively 
included all cancers from the southern France region, which 
included nearly 1,160,000 inhabitants. We cross-linked all 
colon and rectum cancers in the registry (n=7,023) with a 
list of 3,764 individuals with ID that lived in Hérault. This 
list was built in the context of the Cancer Hérault Adult 
Intellectual Disability (CHAID) study, and it was approved 
by the National Commission on Informatics and Liberty (No. 
913052). This list included all individuals 20 years of age and 
older with ID that were either connected to an institution in 

Hérault, where he/she lived or worked, or lived with their 
families and had consulted with physicians in hospitals and 
private clinics. For each person that entered one of the 
institutions, the disability and its level (mild, moderate, 
severe, or profound) was established by a physician. For 
individuals that lived with their families, the general 
practitioner was contacted for more information. The 
registry included data on biological characteristics, disease 
stage at diagnosis, treatment modalities, and outcomes. 
Those data were compared to corresponding data from the 
general population with the Chi-square statistical test.

During this 9-year period, 14 patients (5 men, 9 women) 
with ID were diagnosed with colorectal carcinoma. The 
median age was 66.5 (range, 32–85) years vs. 72.3 in the 
Herault Tumor Registry. For 12 patients, the carcinoma 
was symptomatic. No tumor was found by screening. One 
tumor was discovered by systematic surveillance in a family 
with a genetic predisposition for colon cancer. 

In 13 patients (93%), a positive lymph node was found 
at the time of diagnosis. Only one patient had a stage  
I/II carcinoma (7.1% vs. 48.7% in the general population; 
P<0.0001), four patients had stage III tumors (28.6% vs. 
21.2% in the general population; P=0.29), and 9 patients 
had stage IV tumors with peritoneal carcinomatosis and 
visceral metastases in the liver and lung (64.3% vs. 26% in 
the general population; P<0.0001).

Among 10 patients with colon cancers, 3 received only 
surgical treatment and 3 received chemotherapy as a first-
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line treatment without a primary tumor resection. Among 
four patients with rectal cancers, one was treated with 
preoperative chemo-radiotherapy, followed by primary 
tumor surgery, and 3 received palliative chemotherapy as 
the first-line treatment. Of the 14 patients included, only 
3 are currently alive. The median overall survival was  
2 months (range, 1–96 months). 

We found important delays in colorectal cancer 
diagnoses among adults with ID. Half of these patients 
could not be treated, mainly due to the advanced tumor 
stages. Ten patients rapidly died of their malignancy, and 
one patient died after 4 years. A recent study on cancer 
in deceased adults conducted in England reported similar 
findings (6). In that study, among 865 cancers in 771 
individuals with ID, 147 (19%) were located in the colon, 
rectum, or anus. Digestive tract cancers were diagnosed 
at stage IV in 57% of the patients. Less than three in 147 
(2%) colorectal cancers were discovered by screening. The 
unexpectedly low participation in colon cancer screening 
among adults with ID was probably related to the screening 
policy. Screening for colorectal cancer began at age 60 years 
during the study period in the UK. However, this may have 
been too late, because 43% of individuals with ID died of 
lower digestive-tract cancer at ages 18–59 years. In contrast, 
at Ehime University hospital in Japan, regular screening, 
including FOBT, is currently performed in individuals with 
severe motor and intellectual disabilities. This practice led 
to the early discovery of 7 out of 9 reported malignancies, 

and 7 of these patients, including three with colorectal 
cancer, underwent surgery. Moreover, all 7 patients were 
alive at the time of that publication (7). 

Diagnostic delays are responsible for late tumor stages 
at diagnosis and poor outcomes (8). It is well established 
that cancer screening makes it possible to detect cancers at 
stages where they are accessible to treatment and easier to 
cure, which leads to less emotional and physical costs to the 
patient. Screening is likely to be even more advantageous 
for individuals with ID, because they have difficulty 
expressing pain and symptoms (9). Moreover, because 
cancer symptoms are exactly like symptoms of common 
chronic or minor abdominal diseases (10), objective 
testing is even more important for detecting cancers of the 
lower gastrointestinal tract. Studies have shown that the 
main barriers to cancer screening for individuals with ID 
included a lack of recommendations from physicians and 
professional caregivers, a lack of accessible information, 
reduced accessibility to screening procedures, and the need 
for support to complete the test (3,4).

In conclusion, this study suggested that, among 
individuals with ID, colorectal cancers were frequently 
discovered at an advanced stage. Moreover, this population 
participated less in screening with fecal occult tests 
(hemoccult) than the general population. Therefore, it is 
critical to strongly encourage and promote colorectal cancer 
screening for individuals with ID (Figure 1), because they 
are at higher risk of developing this malignancy. Moreover, 

Figure 1 Images show a French booklet (Monique passe une mammographie, Gilles fait un test du côlon, Leila fait un frottis) that explains 
cancer screening for individuals with intellectual disability. (A) Estelle helps Gilles put feces on the sample stick. (B) Gilles and Estelle send 
the blue envelope by post to the laboratory.
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it is important to make these individuals aware of the 
abdominal symptoms that are indicative of gastrointestinal 
cancers.
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