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Network Update
• Renewal

• CFN is currently preparing for application to renew our 
funding for a second five-year term

• Actively looking for network partners to  support Highly Qualified 
Personnel (HQP) for Interdisciplinary Fellowships and  Summer 
student Programs (SSA) over next five years – requires eligible funds 
to match CFN funds to support these HQP programs (approx. 4,000 for 
each SSA and 12,500 to 25,000 for fellow)

• Contact Jackie St. Pierre, partnerships (jackie@cfn-nce.ca) 

• Video Contest
• Open competition
• Looking for videos on what frailty means to you

mailto:jackie@cfn-nce.ca
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Network Update

04/05/2016 Footer text for the presentation

• CFN Network News coming soon:

Watch for updates on project competitions 
awarded and trainees funded in recent 
competitions

Reminder: Annual Progress Reports 
and Form 300’s were due May 1, 2016
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Q-&-A session
• Follows Dr. Ouellette-Kuntz, Dr. 

Martin and Ms. McKenzie’s
presentation

• Submit your Qs online during 
presentation

• We will answer as many Qs as time 
permits

• Webinar is recorded and available for 
viewing online within 1-2 days:
www.cfn-nce.ca/news-and-

events/webinars

2016-04-06
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Presenters

• Professor in the Department of Public Health Sciences 
at Queen's University

• Research involves working with individuals with 
intellectual and developmental disabilities, family 
members, service providers and policy makers

Frailty measures for persons with intellectual and 
developmental disabilities using aging care

Hélène 
Ouellette-
Kuntz, PhD

Lynn Martin, 
PhD

• Project Manager at Lakehead University
• Obtained her MSc from Queen’s University

Katherine 
McKenzie, MSc

• Associate Professor in the Department of Health 
Sciences at Lakehead University

• Research focuses on vulnerable population health and 
service utilization, with emphasis on intellectual and 
developmental disabilities, aging and mental illness

2016-04-06



Frailty measure for persons with 
intellectual and developmental 
disabilities using aging care 

Hélène Ouellette-Kuntz, PhD
Lynn Martin, PhD
Katherine McKenzie, MSc



Today’s Presenters

Hélène Ouellette-Kuntz Katherine McKenzieLynn Martin

www.mapsresearch.ca



Learning objectives
1. To become aware of special circumstances faced 

by adults with IDD as they age.

2. To  understand how to best measure frailty in 
this population.

3. To appreciate challenges related to 
implementing a measure of frailty for IDD in 
different contexts.



Aging Among Adults with IDD



Intellectual and Developmental 
Disabilities (IDD)

 Definition:
• “A group of developmental conditions characterized by 

significant impairment of cognitive functions, which are 
associated with limitations of learning, adaptive behaviour and 
skills.” 

(Salvador-Carulla et al. 2011, p177)

 Common conditions:
• Autism spectrum disorder

• Down syndrome

• Fetal alcohol spectrum disorder

• Fragile X syndrome



Health and IDD
 Health disparities (Ouellette-Kuntz et al., 2005)

• Individuals with IDD are more likely to have congestive heart 
failure, COPD, diabetes and asthma
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Health care and IDD
 Health care disparities (Ouellette-Kuntz et al., 2005)

• More likely to use primary care and visit the ER (Lunsky et al., 2013)
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Aging and IDD
 Population aging and IDD

• US estimated 12% in IDD (Janicki et 
al., 1999)

• Ontario ≈ 12%; project increase by 
2021 (Ouellette-Kuntz, Martin & McKenzie, 
in press)

 Aging and IDD
• Higher users of aging care

• 2x more likely to use home care (Martin, Ouellette-Kuntz & 
McKenzie, in press) 

• 3x more likely to be admitted to long-term care (Ouellette-
Kuntz, Martin & McKenzie, in press)

• Use aging care earlier



Aging in the community
 Importance of living and 

aging in the community
 Inter-sectoral support

• Historically supported 
separately

• Health and developmental 
services working together

X
 Understand needs and changing needs of adults with 

IDD in the community as they age
• Frailty as a measure of age-related decline



Frailty
 Johns Hopkins Frailty Marker

 Adults with IDD 3x more likely to be frail after controlling for 
other factors
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Frailty
 Issues with using Frailty Marker

• Heavily weighted on physical and physiological 
dimensions of health 

• Fails to capture the broad range of characteristics 
that contribute to frailty (social and environmental 
and conditions

• Static 
• Ignores 

adaptation to 
pre-existing and 
lifelong 
disabilities



Development & Validation of a Frailty 
Index



Measurement approaches
 Phenotype approach  Accumulation of deficits 

approaches



Scoping review
 Objective: Review the literature on frailty and IDD and 

determine areas for future research and application
• Arksey and O’Malley’s (2005) methodological framework
• Databases: Medline, PsycInfo, EMBASE, CINAHL, Cochrane 

Library, EBM Reviews, Joanna Briggs Institute
• Published between 2000-2015
• Search strategy:

Eligibility Criteria Search term

Intellectual and developmental 
disabilities

Intellectual impairment
Mental deficiency
Multiple malformation syndrome
Metabolic encephalopathy
Congenital hypothyroidism
Mental patient
Autism
Developmental disorder
Learning disabilit$

Frailty Frail$



Scoping review
 Inclusion Criteria:

• English or French
• Present or discuss a measure of frailty
• Include adults 50+ years old 
• Present original research

 Screened using titles and abstracts, followed by full-text 
review

 Information extracted from studies: 
• Population characteristics, frailty measures, purpose of 

measurement, key findings, authors’ suggested next steps



Scoping review findings
 Frailty in adults with ID is being studied by 3 

groups
• the Netherlands (11 papers)
• Austria (2 papers)
• Taiwan (1 paper)



Dutch Frailty Measures
 The Healthy Ageing and Intellectual Disabilities 

(HA-ID) study used 2 measures of frailty
• Frailty Phenotype
• Frailty Index

• 51 items
• Validated the measure
• Predictive of mobility, co-morbidity, (instrumental) activities 

of daily living, biochemical markers, medication use, care 
intensity, and survival

Schoufour et al. (2013); Schoufour et al. (2014); Schoufour, Evenhuis, &  Echteld (2014);  Schoufour, Echteld, 
Baastiaanse, & Evenhuis (2015); Schoufour, Echteld, Boonstra, & Groothuismink (2015); Schoufour et al. (2015); 



Austrian Frailty Measure
 Vienna Frailty Questionnaire for persons with 

Intellectual Disability Revised (VFQ-ID-R)
• Blend of the accumulation of deficits and frailty 

phenotype approaches
• Based on 34 symptoms in four domains: physical, 

social, psychological, and cognitive

 This measure is implemented in practice in one 
Austrian province

Brehmer & Weber (2010); Brehmer-Rinderer, Zeilinger, Radaljevic, & Weber (2013)



Frailty
 Our measure uses home care data 

• Home care is typically the route to Long term Care in 
Ontario 

• Wanted a measure that could predict future 
admissions to LTC and/or death



Development
 Accumulation of deficits approach
 Used data from 7,000+ individuals with IDD assessed for 

home care in Ontario

 Criteria for selecting deficit variables to be included:
• A maximum of 30% of cases are missing
• The deficit should be present in 5-80% of the cohort
• The deficit is positively correlated with age (p-value <0.1)
• The deficits should each measure a different concept
• The deficits must cover different aspects of health

𝐹𝐹𝐹𝐹 =
# 𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑 𝑝𝑝𝑝𝑝𝑑𝑑𝑑𝑑𝑑𝑑𝑝𝑝𝑑𝑑

# 𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑𝑑 𝑚𝑚𝑑𝑑𝑚𝑚𝑑𝑑𝑚𝑚𝑝𝑝𝑑𝑑𝑑𝑑

Searle SD, Mitnitski A, Gahbauer EA, Gill TM, Rockwood K. A standard procedure for creating a frailty index. BMC Geriatr. 2008;8:24. 



Development
 We had access to over 180+ health-related variables 

provided from the RAI-HC



Frailty Index Deficits
1. Hearing impairment
2. Cataract
3. ADL decline: Mobility in 

bed
4. ADL decline: Transfers/ 

in-home locomotion
5. ADL decline: Locomotion 

out of home 
6. ADL decline: Dressing 

body
7. ADL decline: Hygiene and 

bathing
8. ADL decline: Toilet use
9. ADL decline: Eating
10. Stair climbing
11. Stamina 
12. Fall frequency

13. Unsteady gait
14. Stroke
15. Coronary artery disease
16. Hypertension
17. Other circulatory disease
18. Arthritis
19. Osteoporosis
20. Specific infection
21. Dementia/ Alzheimer’s
22. Diabetes
23. Respiratory disease
24. Worsening of continence
25. Edema
26. Shortness of breath
27. Pain frequency
28. Pain disruption
29. Number of medications

30. Use of antidepressant
31. Short-term memory loss
32. Worsened decision-

making
33. Delirium
34. Communication decline
35. Changes in social 

activities
36. Social isolation
37. Loneliness 
38. Mood decline
39. Changes in behaviour
40. Fear of falling
41. Hospital admission
42. Change in care needs



Resulting frailty index



Findings: Admission to LTC
 9.3% died before long-term care; 22.3% moved to long-

term care
 Those who were frail were more likely to be admitted to 

LTC (less likely to ‘survive’ in the community)

Independent 
Variable 

Bivariate Model Multivariate Model  
HR 

(95% CIs) 
p-value 

(Type III) 
HR  

(95% Cis) 
p-value 

(Type III) 
Frailty      
  Non-frail 1.0  1.0  
  Pre-frail 1.92 (1.56-2.36) <0.001 1.54 (1.25-1.91) <0.001 
  Frail 3.44 (2.89-4.09) <0.001 2.19 (1.81-2.64) <0.001 
 



Findings: Survival in the 
community



Opportunities to Implement



Key Informant Interviews
 Objective: To understand implementation of 

frailty measures among adults with intellectual 
and developmental disabilities

 Interviewed developers of the HA-ID frailty index 
and the VFQ-ID-R



The WHO Ageing and Health 
KT Framework

KT for 
Ageing in 

Health

Context for 
Research 

Use

Linkage & 
Exchange 

Efforts

Knowledge 
Creation

Push 
Efforts

Facilitating 
Pull Efforts

Pull Efforts

Evaluation 
Efforts

World Health Organization. (2012). Knowledge Translation Framework for Ageing and Health. World Health Organization. 
Geneva, Switzerland. Retrieved from http://www.who.int/ageing/publications/knowledge_translation/en/



Key Informant Interviews
 Key Findings:

• Both groups involved with knowledge creation
and push efforts
• Developing frailty measures and publishing results

• Austria team facilitated pull efforts by linking
with a care organization to implement the use of 
a frailty measure



Key Informant Interviews
 Before knowledge translation occurs, 3 actions 

should occur:
1. Articulate a clear purpose of the frailty 

measure
2. Establish the validity of the measure
3. Facilitate explicit linkages with knowledge 

users familiar with general practice and 
outcomes



Our Discussions with 
Knowledge Users
 Knowledge users see value in implementing 

frailty measure
• Providers from both the developmental and health 

sectors should know clients’ frailty status
• Current measures not ideal

 Barriers:
• Difficult to develop and implement tools for small 

percentage of the population (<1%)



What’s next?
 Further discussion with OACCAC regarding 

implementation

 More research
• Changes over time in frailty status among home care 

users with IDD
• Funded by Ontario Ministry of Community and Social 

Services (2015-2017)



Thank-you!

Visit mapsresearch.ca
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Survey and Future Webinars

Upcoming webinars – register on twitter @CFN_NCE
Wednesday, May 25, 2016 at 12 noon ET

Pilot of e-commerce, mobile device to improve physical transfers of nursing 
home residents – results of CFN-funded Catalyst Grant – Greta Cummings, 
University of Alberta 

Wednesday, June 1, 2016 at 12 noon ET
Describe care received by frail elderly patients nearing EOL in Canada – results 
of CFN-funded Environmental Scan – Anik Giguère, Laval University

Brief survey will pop up on your screen within next few 
seconds. Your responses provide us with feedback on 
how we can improve the webinar series.

Webinar slides & video available after the webinar at: 
cfn-nce.ca/news-and-events/webinars

2016-04-06
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