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March 1, 2021

Governor Janet Mills
1 State House Station
Augusta, ME 04333

Cc: DHHS Commissioner Jeanne Lambrew
Cc: Maine CDC Director Dr. Nirav Shah

Dear Governor Mills, Commissioner Lambrew, and Dr. Shah:

We are a network of over 300 Maine families, professionals, and community members who share
the common goal of promoting awareness and acceptance of people with Down syndrome.

We appreciate the challenges that are inherent in the task of making decisions that will be in the
best interest of the entire population in our state. However, we are deeply concerned that moving
Maine’s vaccine eligibility to a strictly age-based system is neglecting to recognize a quietly
vulnerable group: our community members who are living with Down syndrome.

The current life expectancy for our family and friends who have Down syndrome is only ~60 years,
nearly 19 years less than the general population. Placing young adults with Down syndrome at the
end of the list based solely on their age overlooks much of what we know about their lifespan, aging
process, health, and medical needs, including those related to COVID-19.

The U.S. Centers for Disease Control and Prevention has cautioned that “having Down syndrome
increases your risk of severe illness from COVID-19” (CDC, 2020). There is a growing body of
scientific evidence that people who have Down syndrome are at significantly higher risk of dying
from COVID-19 than the general population. One study found that the risk of death from COVID-19
for a 40-year-old person with Down syndrome was equal to the risk of an 80-year-old person who
does not have Down syndrome (Trisomy 21 Research Society, 2020). Another study of eight million
individuals, over 4,000 of whom had Down syndrome, found that “the hazard ratio for COVID-19-
related death for individuals with Down syndrome (versus without) was 10.39 (CI, 7.08 to 15.23),
after adjusting for age, sex, ethnicity, BMI, dementia diagnosis, care home residency, congenital
heart disease, and a range of other comorbid conditions and treatments” (Clift et. al., 2020).

We respect your commitment to basing Maine’s pandemic response on the best available science,
and understand that when calculating risk for the general population, grouping by age may matter
most. We urge you to look at the medical evidence about our citizens with Down syndrome that
shows they are a distinct group, with a different lifespan, and a significantly higher level of risk if
they contract COVID-19.


https://www.t21rs.org/results-from-covid-19-and-down-syndrome-survey/
https://www.acpjournals.org/doi/10.7326/M20-4986

Providing vaccines for this group exclusively by age is not an equitable approach: younger adults

who have Down syndrome will remain vulnerable for months longer than many fellow citizens who

have a much lower risk of serious complications or death.

Governor Mills has made it clear that our most important mission throughout this pandemic is to

“save lives and protect Maine’s most vulnerable people.” We are asking our state’s health leaders to

learn more about our citizens who have Down syndrome, and to examine the medical evidence that

clearly demonstrates the need for these important members of our community to be protected. If

we can provide assistance in any way, please don’t hesitate to contact our board president Jen

Greslick jen@dsmaine.org or board member Debra Dunlap deb@dsmaine.org.

Sincerely,

Jen Greslick
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Figure 1.

Variable

No learning disability
Learning disability apart from Down syndrome
Down syndrome

Males vs. females
Townsend material deprivation score (5-unit increase)

White

Indian British
Pakistani British
Bangladeshi British
Other Asian British
Caribbean British
Black British
Chinese British
Other ethnic group

Not in care home or homeless
Lives in residential or nursing home
Homeless according to GP records

No kidney failure

Chronic kidney disease stage 3

Chronic kidney disease stage 4

Chronic kidney disease stage 5

Chronic kidney disease stage 5 with dialysis
Chronic kidney disease stage 5 with transplant

Not receiving chemotherapy in past 12 mo
Chemotherapy grade A
Chemotherapy grade B
Chemotherapy grade C

Blood cancer

Bone marrow or stem cell transplant in past 6 mo
Respiratory tract cancer

Radiotherapy in past 6 mo

Solid organ transplant (excluding kidney and bone marrow)
Immunosuppressant drug, =4 scripts from GP in past 6 mo
Leukotriene or LABA, 24 scripts in past 6 mo

Oral steroids, =4 scripts in past 6 mo

Sickle cell disease or severe immunodeficiency

Type 1 diabetes

Type 2 diabetes*

Chronic obstructive pulmonary disease

Asthma

Rare lung conditions (bronchiectasis, CF, or alveolitis)
Pulmonary hypertension or pulmonary fibrosis
Coronary heart disease

Stroke

Atrial fibrillation

Congestive heart failure

Thromboembolism

Peripheral vascular disease

Congenital heart disease

Dementia

Parkinson disease

Epilepsy

MND, MS, myasthenia gravis, or Huntington disease
Cerebral palsy

Severe mental illness

Osteoporotic fracture (hip, spine, wrist, or humerus)
Rheumatoid arthritis or SLE

Cirrhosis
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Adjusted HR

Source: Clift, Coupland, Keogh, Hemingway, Hippisley-Cox (2020).

Adjusted HR
(95% Cl)

1.00 (1.00-1.00)
1.27 (1.16-1.40)
10.39 (7.08-15.23)

1.47 (1.35-1.61)
1.37 (1.32-1.43)

1.00 (1.00-1.00)
1.41 (1.22-1.62)
1.21 (0.98-1.50)
1.35 (1.10-1.67)
1.19 (0.98-1.45)
1.57 (1.37-1.79)
1.69 (1.44-1.98)
1.07 (0.72-1.58)
1.21(1.03-1.42)

1.00 (1.00-1.00)
3.85 (3.62-4.10)
1.61(0.93-2.78)

1.00 (1.00-1.00)
1.19 (1.13-1.25)
1.43 (1.25-1.62)
236 (2.01-2.76)
5.49 (3.93-7.67)
3.91 (2.56-5.98)

1.00 (1.00-1.00)
222 (1.72-2.86)
4.18 (3.48-5.03)
6.55 (3.84-11.18)

1.51 (1.30-1.75)
3.09 (1.08-8.82)
1.65 (1.37-1.97)
2.18 (1.78-2.67)
1.85 (1.12-3.05)
1.65 (1.18-2.29)
1.54 (1.40-1.68)
1.76 (1.57-1.97)
3.16 (1.50-6.67)
4.21(3.26-5.44)
4.94 (4.47-5.46)
1.43 (1.33-1.55)
0.88 (0.82-0.94)
1.20 (1.04-1.38)
1.66 (1.33-2.07)
1.14 (1.08-1.20)
1.36 (1.28-1.44)
1.15 (1.08-1.22)
1.37 (1.28-1.47)
1.31(1.21-1.41)
1.33 (1.21-1.45)
1.23 (1.01-1.51)
3.33 (3.14-3.53)
1.99 (1.77-2.24)
1.58 (1.40-1.78)
2.86(2.32-3.53)
2.66 (1.62-4.36)
1.35 (1.27-1.43)
1.23 (1.16-1.31)
1.42 (1.26-1.61)
1.77 (1.41-2.23)
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Figure 2.
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Source: Trisomy 21 Research Society, (2020).

References

Clift, Coupland, Keogh, Hemingway, Hippisley-Cox (2020). COVID-19 Mortality Risk in Down
Syndrome: Results From a Cohort Study of 8 Million Adults. Annals of Internal Medicine. 21 October
2020. Retrieved February 26, 2021. https://doi.org/10.7326/M20-4986

Trisomy 21 Research Society, (2020). Covid-19 and Down Syndrome T21RS Survey, Report October
22,2020. Retrieved February 26, 2021. https://www.t21rs.org/results-from-covid-19-and-down-
syndrome-survey/

CDC, (2020). US Centers for Disease Control and Prevention website. COVID-19 Your Health: People
with Certain Medical Conditions. Retrieved February 26, 2021.
https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/people-with-medical-
conditions.html#downsyndrome

P.0.Box 705, Windham, ME 04062 www.dsmaine.org


https://doi.org/10.7326/M20-4986
https://www.t21rs.org/results-from-covid-19-and-down-syndrome-survey/
https://www.t21rs.org/results-from-covid-19-and-down-syndrome-survey/
https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/people-with-medical-conditions.html#downsyndrome
https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/people-with-medical-conditions.html#downsyndrome

