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The Missing Billion:

How is access to health services and healthcare 
systems working for people with disabilities?
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The Confidential Inquiry into premature deaths 

of people with intellectual disabilities in the UK
People with intellectual 

disabilities

Population

comparison

Men: median age at death 65 years 78 years

Women: median age at death 63 years 83 years

Deaths <50 years age 22% 9%

Severity

• Mild 68 years

• Moderate 64 years

• Severe 59 years

• Profound 46 years

Heslop, Lancet, 2014, 383; 889-95
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The Confidential Inquiry into premature deaths 

of people with intellectual disabilities in the UK
People with intellectual 

disabilities

Population

comparison

Men: median age at death 65 years 78 years

Women: median age at death 63 years 83 years

Deaths <50 years age 22% 9%

Severity

• Mild 68 years

• Moderate 64 years

• Severe 59 years

• Profound 46 years

Avoidable deaths 49% 24%

Deaths amenable to good quality healthcare 37% 13%
Heslop, Lancet, 2014, 383; 889-95





Are people with disabilities 

more vulnerable to poor health 

and early mortality? If so, why?
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There are 1 billion people with disabilities 
worldwide 

People with severe and moderate disabilities 

In absolute numbers, 2004 Prevalence, %

1 bn

185m

815m

By Severity

93m

By Age

53m1

1 bn
Severe 
Disability

Moderate

15 and older

0 – 14 years

0 – 5 years

~15% of the
world-wide
population

Source:  World Report on Disability
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African

Americas

European
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There are many different types and 
categoriza-tions of disabilities

133 92
88

143

349

Cerebral 
palsy

Amputation Spinal 
cord 
injury

Other Intellectual 
disabilities

Autism

346

Hearing Vision TotalAlzheimer

45

Traumatic 
brain 
injury

47

31

Stroke

23

1,307

10

Persons, ‘000

Musculo-
skeletal

Neurological Mental Sensory 

Source:  Unpublished data (and categorization) from IHME, Global Burden of Disease 2018
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People with disabilities left behind in different 
aspects of life

World report on disabilities 
highlights difficulties with

• Employment

• Education

• Access to healthcare

• Poverty

• Stigma and negative attitudes

• Social exclusion

• Violence

I am sexually 
abused

I face obstacles 
everywhere

I am a sexual 
being

People think I am 
a burden

I have difficulty 
finding work

I am equal to 
you

I cannot afford 
health care

I am physically 
abused

I was excluded 
from school

I am Gay

I am capable

Source:  Gap report, UNAIDS
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Health needs 
of people with 
disabilities 
are three-fold

1 Higher vulnerability to poor health
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Physical health and intellectual disability (Britain)

0%

5%

10%

15%

20%

25%

30%

35%

40%

45%

Hospital admission Obesity Hypertension Low grip strength Poor lung function

People with intellectual disability Population control
Emerson, Int J Equity 

Health, 2016; 15:11
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Disability Poor health

Underlying health 

condition

Poverty and exclusion

Poor quality healthcare

Worse diagnosis & control

More risk factors



14

Health needs 
of people with 
disabilities 
are three-fold

1 Higher vulnerability to poor health

2 Regular health needs

3 Specialized medical treatment or 
rehabilitation services
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Let’s look at some examples…  
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Examples of observable issues on supply 
and demand side

Inaccessible facilities 

Lack of health worker skills 

Financial barriers

Lack of accessible transport 

No proper assistive technologies

Stigma
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Barriers across health seeking journey 
I receive 
treatment 
and follow 
up care

I perceive 
a need

I decide 
to seek 
healthcare

I reach 
healthcare 
venue

I access 
healthcare 
services

I engage 
with 
healthcare 
staff

Demand 
Side

AffordabilityAutonomy and awareness
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Barriers across health seeking journey 
I receive 
treatment 
and follow 
up care

I perceive 
a need

I decide 
to seek 
healthcare

I reach 
healthcare 
venue

I access 
healthcare 
services

I engage 
with 
healthcare 
staff

Supply 
Side

Demand 
Side

AffordabilityAutonomy and awareness

Health-provider infrastructure, and capacity

Health worker knowledge, attitude, and capacity
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Barriers across health seeking journey 
I receive 
treatment 
and follow 
up care

I perceive 
a need

I decide 
to seek 
healthcare

I reach 
healthcare 
venue

I access 
healthcare 
services

I engage 
with 
healthcare 
staff

Supply 
Side

Demand 
Side

AffordabilityAutonomy and awareness

Health-provider infrastructure, and capacity

Health worker knowledge, attitude, and capacity

System 
Level

Legislation and Policy

Financing and Funding

Data and Evidence

Leadership and Management



20

Examples…. 

Challenges Evidence / examples

Affordability 
• 50% of people with disabilities cannot afford healthcare

• 50% more likely to experience catastrophic health expenditure 

Health workers 
knowledge and skills

• 80% of U.S. medical students received no clinical training for treating people with 
intellectual disabilities (in survey)1

Specialized 
workforce capacity 

• Only 6 physicians specialized in rehabilitation in all of sub-Saharan Africa

Health-provider 
infrastructure

• 65% of all German outpatient doctor offices are not accessible to people with mobility 
impairments2

Legislation and 
policies 

• Most health plans don’t mention people with disabilities 

• Some insurance schemes exclude people with disabilities1

1 Special Olympics International   2 DPA, 2018 
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Gaps across the spectrum of healthcare needs

Rehabilitation

Promotive

Curative

Preventive

Palliative
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As a result health outcomes are worse 
in all areas of SDG3

Diabetes
3 x more likely

Catastrophic health 
expenditure

50% more likely

Seriously ill as a child
10 x more likely

Malnourished and 
die as a child 

2 x more likely

HIV / Aids
2 x more likely

Health system reason 
for low life expectancy

40% of cases

New study from 
Kenya1 – Mortality 

children 

4x HIGHER

1 Lancet Global Health 2019, Premature mortality in children with developmental disabilities

Source: The Missing Billion, Lit review, full details of studies included in Appendix 
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Large data gaps…. 
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Disability not yet recognized in global health

Key policy documents Mentioning

• SDG 3 Action Plan –
123 pages

• Disability – 10x 

• Rehabilitation – 3x 

• Assistive technologies – 0x

• Gender – 95x

• Malaria – 21x, HIV 19x 

• Declaration of Health 
Ministers – 53 declarations

• Disability – 1x
• Rehabilitation – 0x 
• Assistive technologies – 0x

• Key Asks from UN 
High-Level Meeting

• Disability – 0x
• Rehabilitation – 0x
• Assistive technologies – 0x

• UN Resolution – 83 points • Disability – 2x
• Rehabilitation – 1x
• Assistive technologies – 1x

“Global Action Plan for Healthy Lives and Well-
being for All”

“Leave No One Behind - Pursue equity in access to 
quality health services with financial
Protection”

“We reaffirm the right of every human being, 
without distinction of any kind, to the highest 
attainable standard of physical and mental health”
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This situation matters

• Maximize the individuals’ 

quality of life

• Comply with international law

• Improve health services for all

• Achieve all SDGs

Health goals not attainable Failure to … 
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Example: HIV
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Overall, 33% of HIV positive children had 
disabilities, compared to 7% of controls

Children reporting disability, In % of all surveyed

6

36
32

53

47

56 5

11

4 3

Learning SeizureVision Hearing Physical Speech

Case Control

Source: Devendra A, Makawa A, Kazembe PN, Calles NR, Kuper H (2013) HIV and Childhood Disability: A Case-Controlled Study at a Pediatric 
Antiretroviral Therapy Centre in Lilongwe, Malawi. PLOS ONE 8(12): e84024
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Prevalence of impairments among people living 
with HIV: Sub-Saharan Africa

25

11

25 25

41

68

Visual Motor Delay 
(Child)

Physical Hearing Dementia Cognitive

1 De Francesco et al, BMC Infect Dis 3016; 16:617.

Source: Banks et al, The Relationship between HIV and prevalence of disabilities in sub-Saharan Africa, TMIH, 2015:20:411-29
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To reach the 95% target, 98% of all non-
disabled people must be tested

% of People living with HIV who know their status, by disability, Based on data from South Africa

PRELIMINARY

2019 2020 2021 2022 2023 2024 2025 2026 2027 2028 2029 2030

80

92

0

82

84

86

88

90

94

96

98

Disabled

Not Disabled

Total

98%

95%

78%

98% among not disabled 
required unless a change in the 
disabled population will happen 

Note: Key assumptions applied in modelling – 1) 10% lower testing rate for people with disabilities; 2) 25% of all people with HIV have disabilities 

Source: Missing Billion Team 
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People with disabilities more likely 
to be left untested

People living with HIV not tested, From a cohort of a hypothetical 1000 patients, based on data from South Africa

2019 2020 2021 2022 2023 2024 2025 2026 2027 2028 2029 2030

0

60

140

40

20

80

100

120

160

180

Disabled

Total

Not Disabled

Over time – The 
majority of people not 
tested are disabled

PRELIMINARY

Disability-inclusion is a necessity to achieving HIV targets
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However there are large gaps in HIV National 
Strategic Plans 

• Zambia 2017 – 2022, National 
Strategic plan

• Nigeria 2017 – 2021, National 
strategic plan

• Malawi 2015 – 2020, National 
Strategic plan

• Haiti 2018 – 2020, strategic 
plan

Examples of key policy documents

• Disability recognized as vulnerable group 
• Training should include disability
• Encourages disability-friendly infrastructure
• Confirms disability-inclusion is enshrined in law

• Disability recognized as vulnerable group 
• Address inequities in access to treatment in those left 

behind, including people with disabilities, and 
strengthen targeted approach to retain them in 
treatment services

• Footnote that vulnerable groups include people with 
disabilities

• No mention of disability



What should be 
done?
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Recommendations

● Data collection through NHS

● Reasonable adjustment, audited

● NICE guidelines

● Annual health checks

● Mandatory training of healthcare workers….
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System Service Delivery Outputs Outcomes 

Governance

Demand

Supply

Autonomy 
and Awareness

Affordability

1

Leadership2

Health Financing3

Data & Evidence4

5

6

Human Resources

Health Facilities

Specialized Services 
& AT

7

8

9

Effective Service 
Coverage

Health Status10 11

Social Determinants and Context

Inclusive health systems framework
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Demand

Supply

Autonomy 
and Awareness

Affordability

5

6

Human Resources

Health Facilities

Specialized Services 
& AT

7

8

9

Outputs Outcomes 

Effective Service 
Coverage

Health Status10 11

Social Determinants and Context

“Must have’s”
System 

Governance1

Leadership2

Health Financing3

in-country laws and policies that protect the right to healthcare for people with disabilities

Issues around disability are clearly represented in the MoH and health sector

Health financing and/or health insurance coverage is available and allow adjustments

Data & Evidence4 Evidence on health needs and monitoring of inclusion

Service Delivery
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Outputs Outcomes 

Effective Service 
Coverage

Health Status10 11

“Must have’s”
System 

Governance1

Leadership2

Health Financing3

Data & Evidence4

Service Delivery

Demand

Supply

Autonomy 
and Awareness

Affordability

5

6

Human Resources

Health Facilities

Specialized Services 
& AT

7

8

9

People with disabilities make their own 
decisions about health care

People with disabilities must be able to afford 
health care access 

Healthcare workforce is knowledgeable and 
skilled about disability

Healthcare facility infrastructure is accessible

Social Determinants and Context

Specialist health services are available
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What isn’t 
counted doesn’t 

count…
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Missing Billion Initiative work

Partner with 
governments 
to measure 

and improve

Advocate for 
awareness, 
action and 

change

Diagnostic methodology 
and toolkits for Ministries of 

health to scope and prioritize 
improvement interventions

Menu of best practice 
intervention 

Co-design 
solutions and 

innovate 
where there 

are gaps

Missing Billion Innovation 
Accelerator – Human-

centered design to identify 
and co-create interventions 

for issues or white spaces that 
Ministries of Health, systems 
actors and communities face 

Senior policy maker 
engagement and convenings

Uniting voices and bringing 
to the fore the lived 

experiences of people living 
with disabilities 

Advise health 
actors and 
funders on
adjusting 

investments in 
health

Insights on diseases 
programs

Menu of best practice 
interventions

Investment guidelines
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Thank you for 
your time and 

attention


