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Conclusions:    
 

→ Surprisingly, there is no consensus within the type 1 research and charity com-

munity on the number of people who are living with the disease. Es�mates 

range widely from 1 to 3 million people. Given that nearly everyone with type 

one receives insulin an accurate es�mate should be achievable.  

    

→ The number of people directly impacted by type 1 includes immediate family. In 

addi�on to the people who have type 1, an addi�onal 4 –12 million are in the 

immediate families, bringing the total of people living in the U.S. and directly 

impacted by type up to as many as 15 million or 5% of the popula�on. 

 

→ These 15 million people represent the majority of dona�ons to the major diabe-

tes non-profits. This group consistently priori�zes the pursuit of a Prac�cal Cure 

that could be delivered in the next 15 years over a cure that is more likely to 

come in another life�me. 
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This report reveals  the size of the popula�on impacted by type 1 diabetes in the United States. While the majority of 

our reports focus on the type 1 diabetes non-profits, this one directly addresses the popula�on affected by type 1, who 

are at the heart of and the reason for our efforts to bring about a Prac�cal Cure.   

 

The American Popula�on Affected by Type 1 Diabetes 

  

The total impacted popula�on can be broken down into two main groups: those who have type 1 diabetes and their 

immediate family members. We es�mate their numbers as follows: 
 

• Individuals with type 1: There is no clear consensus on the number of people diagnosed with type 1 in the 

United States. Es�mates range from 1 to 3 million. One of the most commonly referenced sources is The 

Centers for Disease Control and Preven�on, which states that approximately one million people in the U.S. 

are living with type 1.
1
 JDRF, on the other hand, puts the number as high as 3 million. Their es�mate was 

derived from a survey-based research study conducted in 2010. Other studies place the number between 

1.1 and 1.4 million people.
2
 

 

Given that pa�ents have been treated for type 1 diabetes for almost a century, and that nearly every indi-

vidual in the United States who has type 1 requires medical treatment, it is hard to understand that the ma-

jor non-profits or the Na�onal Ins�tutes of Health do not yet have a strong es�mate for the size of the pop-

ula�on impacted by type 1.  
 

• The immediate family of individuals with type 1: The es�mated size of the impacted popula�on grows by 4 

to 12 million as we include the immediate family members of people with type 1. These are the parents, 

siblings, spouses, and children who also live with diabetes as they aid in managing the disease and share the 

medical expenses incurred by type 1. 

 

The Popula�on Affected by Type 1 Diabetes in the United States 

Source: JDCA es�mates 
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Altogether, as many as 15 million people in the United States are directly impacted by type 1 diabetes, as illustrated 

in the chart. These 15 million people represent 5% of the U.S. popula�on.
3
 The number expands even further when 

considering extended family members including grandparents and close rela�ves. 

 

These 15 million people represent the majority of dona�ons to the major diabetes non-profits. The chari�es should 

seek to align with the wishes and desires of this group when se=ng objec�ves, goals, and work plans. There is no more 

important stakeholder group.  

 

As previous JDCA research reports have noted, the number one priority expressed by the type 1 donor community is to 

fund cure research. Nine out of ten donors prefer to see their dona�ons used for Prac�cal Cure research over idealized 

cure research, i.e. they would prefer to fund ini�a�ves which have a chance to come to frui�on in the next 15 years 

over the ini�a�ves who are unlikely to see results un�l another life�me.
4
  

 

 

The Far-reaching Cost of Type 1  

 

In addi�on to the incalculable human cost of type 1, there is also a quan�fiable economic reality associated with the 

disease. Incremental expenses a>ributable to type 1 are es�mated at $14.4 billion per year. This includes out-of-pocket 

costs plus third-party payments that total $6.9 billion and cover hospital and doctor visits, insulin, prescrip�on drugs, 

medical supplies, home health provider services, and vision and dental care. Another $7.5 billion is a>ributable to lost 

income from missed work days and lower produc�vity.
5
 

 

Americans with diabetes incur medical expenses significantly higher than those without diabetes. Annual medical costs 

for a person with type 1 average around $9,900, or nearly three �mes the average of $3,600 for people without type 

1.
6
 In addi�on, managing type 1 becomes more costly later in life because the longer that one lives with the disease, 

the greater the chances of developing complica�ons.  

 

If a Prac�cal Cure were to be developed, the poten�al economic savings over the course of a life�me would be stagger-

ing. One study es�mates that the present value of a cure, from avoided costs a>ributable to type 1, could be approxi-

mately $423 billion just for an exis�ng type 1 popula�on of 1.1 million people in the U.S. These poten�al cost savings 

increase by an es�mated $11 billion each and every year just from people who would be newly diagnosed.
7
  

 

 

Type 1 Growing Globally 

 

Type 1 is a global challenge.  The rate at which new cases of type 1 are diagnosed in youth has been increasing 3% an-

nually in the U.S and abroad.
8
 The United States is among the countries with the highest rate of diagnosis in children 14 

years of age and younger. It ranks sixth aDer Finland, Sweden, Saudi Arabia, Norway and the U.K.
9
 Exhibit B maps the 

incidence of new diagnoses around the world in 2011.
10 
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Exhibit B: New Cases of Type 1 Diabetes (0-14 years per 100,000 children per year), 2011  
 

 

 

Source: Interna�onal Diabetes Federa�on Diabetes Atlas, 5th edi�on 

 

 

The Interna�onal Diabetes Federa�on es�mates that 78,000 children around the world will develop type 1 diabetes 

in 2013.
11

 There are no global es�mates, as far as our research shows, for the number of adults who will be diag-

nosed with type 1 this year.      

 

Coun�ng the immediate family members of those 78,000 children adds over 300,000 more people to the directly 

impacted popula�on this year. Adding the families of newly diagnosed adults, would make the number much larger.     

 

 

Summary and Conclusion 

 

Type 1 is a growing global health concern that directly impacts as many as 15 million people in the U.S. alone. Given 

the scale of type 1, it is incumbent upon government agencies and the major chari�es to compile more accurate 

popula�on sta�s�cs in order to more effec�vely manage resources that address the needs of this community.  

 

These 15 million account for the majority of dona�ons to the major diabetes non-profits, and their number one pri-

ority is to see a cure for type 1 delivered in the near future. The JDCA shares that goal and works on behalf of the 15 

million to deliver a Prac�cal Cure for type 1 by 2025.  
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1. The Centers for Disease Control and Preven�on es�mates that type 1 accounts for 5% of diagnosed 

cases of all diabetes in the U.S. have been diagnosed with diabetes. 18.8 million people have been 

diagnosed with diabetes in the U.S. as of 2011, which means a popula�on of 0.94 million Americans 

with type 1.  (Centers for Disease Control and Preven�on. “Na�onal diabetes fact sheet: na�onal  

es�mates and general informa�on on diabetes and prediabetes in the United States, 2011.” Atlanta, 

GA: U.S. Department of Health and Human Services, Centers for Disease Control and Preven�on, 

2011). 

h>p://www.cdc.gov/diabetes/pubs/pdf/ndfs_2011.pdf ) 

 

2.    JDRF claims that “As many as three million Americans may have T1D.” (h>p://jdrf.org/about-jdrf/fact-

sheets/type-1-diabetes-facts/). The Prime group for JDRF arrived at this figure from data gath-

ered in 2010 (Type 1 Diabetes, 2010; Prime Group for JDRF, Mar. 2011). 

        The 1.1-1.4 million figure comes from Tao, Be>y, et al. “Es�ma�ng the Cost of Type 1 Diabetes in the 

 U.S.: A Propensity Score Matching Method.” PLoS One, 5, 7 (July 9, 2010) 

 

3. The U.S. popula�on in 2011 was approximately 311 million.  
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