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Persons with intellectual and developmental disabilities (IDD) are increasingly living well into old 

age; however there is higher prevalence and earlier onset of age-related chronic health 

conditions
1
 and mortality

2
. Multi-morbidity is notable in this population with unique patterns that 

differ considerably from the general population.
3,4

 Since the late 1990s, policy makers, service 

providers and researchers have become more and more concerned about the size and 

changing needs of the ageing population with IDD.
5-7 

More recently, clinicians and researchers 

have sought to better characterise ageing related needs of this population through the concept 

of frailty – a multi-dimensional state of vulnerability, with cognitive, social, psychological, and 

biological deficits, as well as environmental aspects associated with ageing and adverse 

outcomes (e.g. falls, hospitalisation, institutionalisation, mortality).
8,9 

Research related to frailty among adults with IDD is relatively new, and to date has only been 

conducted by three research teams internationally, who have largely focused on measuring and 

developing measures of frailty for use in this population.
10 

No studies have examined the 

effectiveness of interventions specifically addressing frailty in individuals with IDD. In the 

absence of a body of research to inform best practice, an international consultation was 

undertaken with the aim of producing an international consensus statement regarding the best 

approaches to supporting individuals with IDD as they become frail.  

The purpose of this statement is to: 

  • promote awareness of frailty in the field of IDD, and 

  • guide support/care planning considerations when an individual is identified as frail or pre-frail. 
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A person-centered approach to planning 

is used. Person-centered approaches are 

the foundation on which supports and 

services are planned in the field of 

IDD.
11,12

 Given the multitude and complexity 

of issues experienced by pre-frail and frail 

individuals, there is a risk of focusing on 

distinct deficits, rather than on the person as 

a whole and what he/she wants. Any action 

taken to address pre-frailty and frailty status 

must be done within a person-centered 

context that privileges and respects the 

autonomy of the person to make choices 

about his/her care.  

Ageing in place is a priority. “Ageing in 

place”
13

 means being able to remain in one’s 

current residence even when faced with 

increasing need for support due to decline in 

health or life changes. The desire to live in the 

community as independently as possible and 

for as long as possible is one that has been 

expressed by individuals (with and without 

IDD), families, caregivers, and governments 

around the world.
14,15 

Action on pre-frailty and 

frailty must also support ageing in place 

through the use of home-based health 

services, a focus on environmental 

accommodations, attention to prevention, and 

greater use of supportive technologies.
16

    

Two core principles underlie the recommendations in this Statement.  
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Recommendations include seven essential and interconnected 
considerations for action. 

1. Frailty must be considered earlier than 

in the general population.  Premature 

ageing among persons with IDD is well-

established.17-19 More recently, research has 

shown that persons with IDD experience 

higher rates of frailty,
20

 with earlier onset than 

in the general population.
21-23

 Research has 

revealed that frailty should be monitored in all 

adults with IDD beginning at 40 years of age, 

and possibly earlier in some sub-groups (e.g., 

Down syndrome), given that they accumulate 

frailty deficits more quickly.
24  

2. Improvement and maintenance are 

viable goals. Once identified as pre-frail or 

frail, it is important to recognise that there 

exists both a risk of future decline and an 

opportunity for improvement.
24,25

 Sudden, 

rapid decline although more often seen 

among those who are frail, is also a risk for 

those who are pre-frail. Similarly, while 

improvement and return to previous function is 

more likely among those who are pre-frail, 

improvement and maintenance (i.e., stability) 

are viable goals for those identified as frail. 

Planning must take into account both risks 

and opportunities.   

3. Intersectoral collaboration is needed to 

coordinate comprehensive, multidiscipli-

nary assessments and actions. Frailty is 

complex, involving a number of deficits within 

and across multiple domains. Documented 

challenges faced by persons with IDD when 

interacting with healthcare providers 

complicate assessments. A comprehensive 

multidisciplinary assessment of functioning, 

physical and mental health (including 

medications), behaviour, social context 

(including life events), capacity for decision-

making, and available supports is needed – 

with special consideration of how these 

interact with one another. When an individual 

is identified as pre-frail or frail, intersectoral 

collaboration is also needed to review existing 

arrangements and identify new, additional, or 

different supports, interventions and 

treatments to meet his/her needs.
26 

Advocacy, 

care coordination, case management and 

planned follow-up are required to ensure that 

plans are implemented, actions are monitored, 

and supports/services are responsive to new 

and emerging needs.
27,28

   

4. Safety is a priority.  Adults with IDD who 

are pre-frail or frail experience various deficits 

that on their own, and in combination with one 

another, affect health, activities, and 

functioning. There is a need to be proactive to 

ensure that the person is safe and feels 

secure in his/her environment. A 

comprehensive risk assessment is needed, 

with special attention paid to the individual’s 

right to make choices and take risks, while 

optimizing health and safety with 

implementation of relevant actions.
29-32

  

5. Planning for the future is important. 

When identified as pre-frail or frail, it is 

important to help the person engage in 

advanced care planning, at the earliest 

possible stage and on a continuous basis. 

This should be done in conjunction with the   

multidisciplinary assessment and the direct 

involvement of key carers. Documentation of 

the person’s preferences and wishes for the 

future is essential, and should consider living 

arrangements, financial security, supported 

decision-making, advanced care directives.    3 

-35  
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When frail, however, the focus may need to 

shift to include implementation of documented 

plans.    
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6. Informal and formal caregivers also 

have needs. Adults with IDD have 

complex and multiple needs that often 

necessitate support from both informal and 

formal carers. As the person’s needs emerge 

and/or become more complex, resulting in 

identification as pre-frail or frail, informal and 

formal carers’ needs also increase and 

become more complex. Carers should 

receive the knowledge, skills, or assistance 

needed to support the individual.
36-38 

A 

discussion with carers about their needs is 

warranted, with attention paid to emotional 

and spiritual support, as appropriate, and 

respite.  

7. The evidence base must be grown. The 

study of frailty in the field of IDD is relatively 

new. As a result, the body of literature in this 

area is small and limited in scope.
10 

In order 

to inform best practices, evidence of 

effectiveness of specific interventions to 

address the needs of frail or pre-frail 

individuals with IDD is needed. Intervention 

research should be prioritized to build the 

body of evidence that will lead to better 

support for persons with IDD as they become 

frail, and eventually inform best practice.  
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Advanced care directives: Advanced care 

directives (also known as a living will or 

healthcare proxy) are captured in a document 

that specifies what actions should be taken or 

who is authorized to make decisions on a 

person’s behalf if he/she is no longer able to 

make decisions for him/herself because of 

illness or incapacity.  

Advanced care planning: Advanced care 

planning is a process where people consider 

the various options related to future health 

care decisions and develop a verbal or written 

plan (e.g. advanced care directives) of what 

care they would want (or not want) at the end 

of life. 

Ageing in Place: Ageing in place means being 

able to continue to live in one’s current 

residence even when faced with increasing 

need for support due to decline in health or 

life changes. Achieving ageing in place 

recognises the person’s right to choice, as 

well as the need to provide supports and to 

hear the concerns of family and other 

caregivers.  

Intersectoral collaboration: Intersectoral 

collaboration has been defined as: “A 

recognized relationship between part or parts 

of different sectors of society which has been 

formed to take action on an issue to achieve 

health outcomes or intermediate health 

outcomes in a way which is more effective, 

efficient or sustainable than might be 

achieved by the health sector acting alone.”
39

  

Key carer: The key carer is the primary point 

of support for the person with IDD; it can be a 

family member or paid worker. The key carer 

focuses on advocating across systems for the 

person with IDD to access needed services. 

Multidisciplinary: A multidisciplinary team has 

been defined by the World Health 

Organization as “consist[ing] of members of 

different disciplines, involved in the same task 

(assessing people, setting goals and making 

care recommendations) and working 

alongside each other, but functioning 

independently.
40

  

Multimorbidity:  Multimorbidity refers to the co

-occurrence of at least two diseases or 

conditions, in addition to the IDD, which may 

negatively influence daily functioning.
41

   

Person-Centred Approach: A person-

centered approach is one that focuses on the 

person’s strengths, goals, and abilities; 

promotes and facilitates opportunities to 

make meaningful choices; and involves 

collaboration with natural supports (e.g., 

family, friends).
42

   

Prevention: Prevention refers to any action 

that helps to avoid or delay negative 

outcomes, such as social isolation, injury, 

disability and disease. 
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