HEALTHY
HALDY
AGEING

ﬁ&
g
5 Z
o =
z22<
5S¢
<o
ss
5
i .
@
2 3
E‘E’.
3

ongitudin.
(IDS-TIL

Health, Wellbeing and Social
Inclusion: Ageing with an
Intellectual Disability in Ireland

Evidence from the First Ten Years of The Intellectual
Disability Supplement to The Irish Longitudinal Study
on Ageing (IDS-TILDA)







Health, Wellbeing and Social
Inclusion: Ageing with an
Intellectual Disability in Ireland

Evidence from the First Ten Years of The Intellectual Disability
Supplement to The Irish Longitudinal Study on Ageing

(IDS-TILDA)

Wave 3 IDS-TILDA

Editors
Mary McCarron, Margaret Haigh and Philip McCallion.

Contributors
Mary McCarron, Philip McCallion, Rachael Carroll, Eilish Burke, Eimear McGlinchey,
Mary-Ann O’Donovan, Darren McCausland, Fintan Sheerin, Maire O’Dwyer, Sinead Foran,

Caoimhin MacGiolla Phadraig, Niamh Mulryan, Juliette O’Connell and Judy Ryan.

December 2017



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)

The Intellectual Disability Supplement to TILDA
School of Nursing and Midwifery

The University of Dublin, Trinity College

2 Clare Street

Dublin 2

Ireland

Tel: +353 18963187 /+ 35318963186

Email: idstilda@tcd.ie

Website: www.idstilda.tcd.ie

Copyright © The Intellectual Disability Supplement to
The Irish Longitudinal Study on Ageing 2017



Acknowledgements

Acknowledgements

The Wave 3 IDS-TILDA study would not be possible without the support and commitment of

a large number of people, groups, bodies and organisations across Ireland, all of whom have
played critical roles in making this study a success. Most importantly, we would like to thank
our participants, people with an intellectual disability who participated in the third wave of this
study.

Their willingness to participate exceeded all expectations. Special thanks also to their family
members, staff and service providers, who gave their time so willingly to support the study.

The ongoing support of Professor Rose Anne Kenny and the TILDA team, and the staff at the
National Intellectual Disability Database (NIDD) at the Health Research Board is gratefully
acknowledged.

We also express our thanks to the National Steering Committee, and International Scientific
Advisory Board, who have and continue to play a key role in the study.

We would like to thank the researchers and field researchers: Amy Corbett, Amanda Deaton,
Andrew Wormald, Aoife McDermott, Catherine Nealon, Claire O’'Dwyer, Darren McCausland,
Eilish King, Judy Ryan, Juliette O’Connell, Liza Kelly, Maire O’Dwyer, Maria Costigan, Mark
Cecchetti, Martin McLaughlin, Mary Tobin, Maureen D’Eathe, Michelle Harrington, Patricia
Armstrong, Pauline Smyth, Rosemary Monaghan, Sharon McKenna (Ellis), Sheila Byrne, Sinead
Foran and Stephen Burke.

We would like to acknowledge the contribution of Behaviour & Attitudes for their IT support and
expertise. We would like to thank the National Federation of Voluntary Bodies and Inclusion
Ireland for their ongoing support, and the Intellectual Disability nursing team at the School of
Nursing & Midwifery, Trinity College Dublin.

Finally, we would like to thank the funders, the Health Research Board and the Department
of Health.



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)




Contents

Contents

LiSt Of Tables oottt e i
LISt Of FlgUIES . o ettt e e e e e e e e e e iii
EXECUTIVE SUMIMIAIY Lttt ettt e ettt e nnnns 1
1N oY 11T T o 1S 9

Mary McCarron and Philip McCallion

1. Changing Demographics and Housing Mobility ........... ...t 11
Mary-Ann O’Donovan, Eimear McGlinchey, Rachael Carroll, Philip McCallion
and Mary McCarron

2. Social Participation. .. ... e e e 23

Darren McCausland, Rachael Carroll, Philip McCallion and Mary McCarron

3. PhysicalHealth .. ..o i e 57
Eilish Burke, Eimear McGlinchey, Rachael Carroll, Maire O’Dwyer,
Caoimhin MacGiolla Phadraig, Sinead Foran, Juliette O’Connell, Judy Ryan, Philip McCallion
and Mary McCarron

4, Mental Health, Well-Being, Vitality and Life Events........ ..., 87
Fintan Sheerin, Rachael Carroll, Niamh Mulryan, Philip McCallion and Mary McCarron

5. Health Care ULilisation. . ... i i i ettt 101
Mary-Ann O’Donovan, Rachael Carroll, Philip McCallion and Mary McCarron

6. Methodology. . ..o e 111
Rachael Carroll, Mary-Ann O’Donovan, Eilish Burke, Madeline Smyth, Margaret Haigh,
Philip McCallion and Mary McCarron



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)




List of Tables

List of Tables

1. Changing Demographics, Sample Profile and Housing Mobility

Table 1.1

Table 1.2
Table 1.3
Table 1.4
Table 1.5
Table 1.6

Demographic profile of IDS-TILDA participants across three waves

of data collection. ... ... e 14
Profile of participants who moved between Waves 1 & 2 and Waves 2 &3....... 15
Type of residence recorded for participants at Wave2and Wave3............. 16
Type of move made between Waves 1 &2 andWaves2&3.................... 16
Reasons for moving by the type of move made by participants................ 18
Tenancy status for peoplewhomoved.......... ... i, 20

2. Social Participation

Table 2.1
Table 2.2

Table 2.3

Table 2.4

Proximity of family members (Waves2 &3)........coviiiiiiiiii e 27
Identity and location of best friend by age, gender, level of ID and

type of resSidencCe ... e 33
Mean friendship quality scores by gender, age, level of ID and

reSidence (Wave 3) . ..ottt 42
Reported use and difficulty using computers in Wave 2 and Wave3............ 47

3. Physical Health

Table 3.1
Table 3.2
Table 3.3

Table 3.4
Table 3.5

Objective measured weight versus self-perception of weight.................. 61
World Health Organisation indicators and cut-off points...................... 62
Chronic health conditions stratified by gender, age and level of

intellectual disability. ... ..o e 67
Prevalence of recurrent falls and injurious fallsat Waves 1and 3 .............. 70
Changes in medication use between Wave2andWave3...................... 79



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)

5. Health Care Utilisation

Table 5.1 Medical cover status for participants aged 54 yearsandover................. 103
Table 5.2 Health service use by age and medical coverstatus ......................... 105

6. Methodology

Table 6.1 Objective health measures included in mini home health assessment......... 114
Table 6.2 Reasons forsample attrition............cci i e 115
Table 6.3 Summary table of additional scalesforWave3 ............... ... oiia... 117



List of Figures

List of Figures

1. Changing Demographics, Sample Profile and Housing Mobility

Figure 1.1  Type of move made by the 46 participants who moved at both waves.......... 17
Figure 1.2  Stakeholdersinvolved in decisiontomove.......... ..o, 19

2. Social Participation

Figure 2.1  Family networks (WavesS 2 & 3) . ... tinnt et i 26
Figure2.2  Contact with non-resident family by gender, age, level of ID

and residence (Wave 3) . ..ot 28
Figure 2.3 Do you have friends? By age, gender, level of ID and type of residence (Wave 3) . 29
Figure 2.4  Types of friends by gender, age, level of ID and residence (Wave 3)............. 31
Figure2.5  Have a best friend by age, gender, level of ID and type of residence............ 32
Figure2.6  Contact with non-resident friends (Waves2&3) ..........coviiiiiinnn... 34
Figure2.7  Contact with non-resident friends by gender, age, level of ID

and residence (Wave 3) . ...t 35
Figure 2.8  Identity of respondents’ confidants (Waves1&3)............coviiivineinn... 37
Figure2.9  Most common confidants by age gender, age, level of ID and residence ........ 38
Figure2.10 Family members to whom respondents provide support...................... 39
Figure 2.11  Type of support provided to family (Waves2 &3)..........cooveiiiiiiieann... 40
Figure 2.12  Help to/from friends and neighbours by gender, age, level of ID

and residence (Wave 3) . ..ottt 41
Figure 2.13  Social & leisure activities (Waves 1 &3) . ....viuiiiiiii i i 43
Figure 2.14 Social & leisure activities done solely in the local community (Waves 1 & 3)..... 44
Figure 2.15 Community belonging by gender, age, level of ID and type of residence ........ 45
Figure2.16 Most common difficulties participating in social activities (Waves 1&3)........ 48
Figure 2.17 Difficulty travelling around one’s community (Waves 1&3) ................... 49
Figure 2.18 Reasons for not leavingthehouse........... ..., 51



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)

3. Physical Health

Figure 3.1
Figure 3.2

Figure 3.3

Figure 3.4
Figure 3.5
Figure 3.6
Figure 3.7

Figure 3.8

Figure 3.9

Figure 3.10
Figure 3.11
Figure 3.12
Figure 3.13
Figure 3.14
Figure 3.15

Figure 3.16
Figure 3.17
Figure 3.18
Figure 3.19

Figure 3.20

Figure 3.21
Figure 3.22

BMI stratified by genderand age .......oouiiiii i 60
Comparison of waist circumference risk of metabolic conditions Wave 2

oAV 3 . e 62
Comparison of waist-circumference risk of metabolic conditions

between TILDA and IDS-TILDAWave 3 ... ..ot eieeee 63
High Cholesterol between Wave 1 and Wave 3 by age and gender.............. 63
Doctor’s diagnosis of hypertension stratified by genderandage............... 64
Changes in chronic health conditions between Wave 1and Wave3 ............ 66
Proportion of adults with osteoporosis stratified by age and gender

atWave Land Wave 3 .. e e 68
Prevalence of osteoporosis stratified by gender and level of

intellectual disability. ... ... e 69
Prevalence of recurrent falls and injurious falls at Wave 3 by age, gender

and level of intellectual disability ..........ccco i 70
Fearof fallinginWave 3 ... .. i e i 71
Levels of constipation in Wave 3by genderandage ................cooovnne.. 72
Self-reportedeye health. ... ... 73
Prevalence of eye disease fromWave 1toWave3 ..............coiiiiiin..n. 74
Eye Disease by age and gender fromWave1toWave3 ....................... 75
Prevalence of cataracts in people with Down syndrome and with ID from other
aetiologies by age ... e 76
Self-reported hearing people with Down syndrome and people with ID from
otheraetiologies . ... ... e 76
Comparing the proportion reporting oral status in IDS-TILDA

AN TIL DA, L 77
Distribution of self-rated oral health Wave 3 TILDAV IDS-TILDA................ 78
Most frequently reported therapeutic classes at Wave 2 and Wave 3 ........... 80
Percentage of people with Diagnosis of dementia in Wave 3 who

reported ‘Cannot do at all’ for ADLs over thethreeWaves..................... 81
Difference in TSI scores in those with and without dementia .................. 82
Dementia prevalence acrossthreewaves ...........cooiiiiiiiiiiiinnnn. 83



List of Figures

4. Mental Health, Well-Being, Vitality and Life Events

Figure 4.1
Figure 4.2
Figure 4.3
Figure 4.4
Figure 4.5
Figure 4.6
Figure 4.7
Figure 4.8

Prevalence of emotional and psychiatric conditions Wave 1 & Wave 3.......... 89
Prevalence of emotional and psychiatric conditionsbyage ................... 90
Self-rated mental healthWaves 1-3. ... ..o 91
Glasgow Depression Scale and living situation.............. ... ..oooila.. 92
Glasgow Anxiety Scale by age groups ... ..ottt 94
Mean Energy and Vitality Index by living situation.............. ... ... . ..., 95
Numberoflifeevents .. ... e 96
Most prevalentlifeevents . ... e 96

5. Health Care Utilisation

Figure 5.1
Figure 5.2
Figure 5.3
Figure 5.4

Medical cover acrossthree waves ...ttt 103
Health service use acrossthreewaves .........coiiiiiiiiiiiiieennnnnnnn. 104
Health screening acrossthreewaves ......... ..., 106
Use of specialist health and social care services across three waves. .......... 107

6. Methodology

Figure 6.1

IDS-TILDA Conceptual Framework. ..o 114



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)




Executive Summary

Introduction

Wave 3 of The Intellectual Disability Supplement to the Irish Longitudinal Study on Ageing
(IDS-TILDA) marks ten years since its inception as the first longitudinal study of adults with an
intellectual disability to run in tandem with a national longitudinal study on ageing. Over those
ten years, IDS-TILDA has provided essential data on the changes in the lives of people with an
intellectual disability in terms of physical, mental and cognitive health, social participation and
connectedness, health care utilisation and family caregiving. Where possible, questions were
based on those asked to members of the general population by The Irish Longitudinal Study on
Ageing (TILDA). This allowed for direct comparisons between changes that have occurred in the
lives of those ageing with an intellectual disability and those ageing in the general population.

The rich data collected has highlighted areas where the ageing experience has been similar for
both, and also areas where there are stark differences in the ageing profile. This understanding
of similarities and differences has highlighted areas for policy and service provision
consideration. Data generated from IDS-TILDA also continues to identify progress in the changes
in people’s lives promised in key policy documents, including Healthy Ireland - A Framework for
Improved Health and Wellbeing 2013-2025, the National Dementia Strategy, 2014, and Time to
Move on from Congregated Settings, 2011.

Retention rates over the 10 years of IDS-TILDA have remained extremely high, with the majority
of attrition due to the death of participants. These deaths have produced new research
questions and an end of life (EoL) interview was initiated with carers of those who had passed
away since the beginning of the study.

This third summary report focusses on the main challenges facing an ageing population in
Ireland and, where possible, compares the findings of the intellectual disability population to
the general population.
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Changing Demographics and Housing Mobility

For people with an intellectual disability, the concept of ‘home’ is quite different than for

the general population, with many people with an intellectual disability having historically
been placed within segregated institutionalised living spaces (Bigby, 2006). In addition, many
people with ID, who do not live in institutions, tend to live and remain living in the family home
throughout their life. However, with the increased longevity of people with ID, future housing
beyond the family home is providing an increasing challenge as people with ID are outliving
their family carers. National policies also continue (HSE, 2011) that emphasise the movement
of people with an intellectual disability from institutional settings into the community or more
independent settings. The IDS-TILDA study is ideally positioned to track the implementation of
de-congregation policy in Ireland.

Key Findings
« Over the 10-year period between Wave 1 and Wave 3, 32.0% (241/753) of participants

confirmed a change in where they were living, with 167 people moving in the last three
years.

« Ofthe 167 people who moved between 2014 and 2017, 46 (27.5%) had also reported a
change in where they were living between 2011 and 2014.

«  Movement within or to similar settings (lateral moves) were the most frequent moves made
(64.7%).

« AtWave 3,11.4% (19/167) of participants reported making a more community based move.
This was a decrease from 26.7% (32/120) from Wave | to Wave 2.

« There was an increase in more supported moves at Wave 3, 24.0% (40/167), up from 13.3%
(16/120) at Wave 2. Physical health changes were more likely to be reported as the main
reason for these moves.

« Athird of participants reported having a key to their own home. Of those who moved to a
new residence, only 27.5% (46/167) reported having their own key.

+  The majority of the participants who moved reported being happy following the move.

Social Participation

The context for assessing the social participation for older adults with ID in Ireland continues

to be provided by policy developments on deinstitutionalisation and community living

(HSE, 2011), the individualisation of services (Department of Health, 2011, 2012), and the
mainstreaming and personalisation of day activity (HSE, 2012). Within this chapter we provide
an overview of the makeup of social networks, types and frequencies of social contacts,
engagement in social activities, and the different facilitators and barriers to participation for this
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population. Additional measures in Wave 3 assessed more qualitative aspects of participation,

most notably friendship quality and community belonging, offering a fuller picture of the social

lives of people with ID as they age in Ireland.

Key Findings

Older people with intellectual disabilities continued to be more socially excluded than
their counterparts in the general population; while those with severe-profound levels of
ID and those living in institutional settings remain the most excluded across practically all
measures.

Overall there has been a decrease in the number of older people with ID who live in close
proximity to their family members.

Respondents with the most frequent family contact continued to be male, younger, with
milder levels of ID and living in community settings; respondents with severe-profound ID
and those living in institutional settings continued to have the least family contact.

The vast majority of respondents had friends (92.4%, n=560), the most common type being
a co-resident friend (71.8%, n=402); however, a majority also reported they had friends
outside their home (62.0%, n=347), and a similar number reported their keyworker/support
staff were their friends (62.5%, n=350).

Just over half (56.6%, n=317) reported that they had a best friend and almost two-thirds
(63.2%, n=187) said that their best friend was someone with an intellectual disability.

Three-quarters of respondents (77.6%, n=256) had contact at least once a week with non-
resident friends and a further (10.9% n=36) had monthly contact; overall the rate of regular
contacts increased by 4.8% between Waves 2 and 3.

The vast majority of older people with ID continue to engage in a broad range of social
activities and most do these activities within their local communities; while the most
popular organisations were ‘Sports, Social or Leisure Club’, ‘Arts or Music’ and ‘Advocacy
Group’. ‘Special Olympics’ fell from the first to fourth most popular between Waves 1 and 3.

There was a significant drop in the rate of giving support to family between Wave 2 (17.6%,
n=118) and Wave 3 (11.9% n=68); while there was a small increase in the rate of helping
friends and neighbours; however, older people with ID continued to have lower rates of
providing help and support than the general older population.

Four out of five respondents reported a sense of belonging to their local community.

Older people with ID continue to be dependent on others for their transport, in contrast to
the general older population. Overall, 92.7% (n=523) were driven as a passenger (just one
person reported driving themselves), while just 29.7% (n=145) used bus transport.

The vast majority of respondents (96.4%, n=556) said that the day activity they described
was what they had wanted to do.
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« Just over a quarter of respondents felt that a lack of transport facilities in their area affected
their lifestyle (25.2%, n=111), and that they would like to use more public transport (26.7%,
n=106).

« Half of respondents (50.0%, n=294) reported they had not spent any full days at home in the
previous week, and a further 17% (n=100) spent just one full day at home; however, 6.1%
(n=36) had not left the house at all in the previous week; while most who did not leave the
house for at least one day had to stay at home for reasons other than their choice.

Physical Health

People with intellectual disability have complex health conditions, higher levels of multi-
morbidity (McCarron et al., 2013) and continue to experience earlier mortality than their
non-disabled peers (McCarron, Carroll, Kelly, & McCallion, 2015). This chapter explores the
prevalence and incidence of chronic health conditions across the last 10 years among those
participating in the IDS-TILDA study.

Key Findings
« Participants continued to positively appraise their own overall health.
+ There was a noted increase in chronic health conditions between Wave 1 and Wave 3.

« Doctor’s diagnosis of osteoporosis at 21% increased three fold since Wave 1; however
remained lower than that objectively measured at 42% in Wave 2 of IDS-TILDA.

« There was a large increase in reported diagnosis of constipation from 17.3% in Wave 1 to
43.5% in Wave 3, with women presenting with higher prevalence (48.8%) compared to men
(36.8%).

+  Objectively measured overweight and obesity increased from 66% in Wave 2 to 79.7% in
Wave 3 and is now similar to rates reported by TILDA for the general population.

+ Despite these increases, 63.7% considered themselves just the right weight.

« Using waist circumference as an indicator of risk for metabolic conditions, 74.9% of
participants in IDS-TILDA were at increased risk compared to 54% in the general ageing
population.

+  Cholesterol levels remained lower than TILDA findings for the general ageing population at
36.5% versus 41%. However, the results IDS-TILDA report are from participants’ files and not
objectively measured as in TILDA.

+ Despite this, prevalence of hypertension continued to be relatively stable with prevalence at
Wave 3 of 18.7% compared to 16% in Wave 1 and also continued to be lower than the 40%
level reported by TILDA.
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Falls remained high at 27%, with 28.5% reporting =2 fall and 12.5% reporting injurious falls.

Polypharmacy remained high in Wave 3 at 39.5% and excessive polypharmacy at 32.7%
with 47.4% of those taking 3-4 medications at Wave 2 having progressed to taking 5-9
medications (polypharmacy) at Wave 3.

In Wave 3, 28.3% (n=171/603) of participants reported that they had no teeth at all. This
represented an increase of 3% since Wave 1. More concerning was that 67.8% of IDS-TILDA
Wave 3 participants with tooth loss did not receive prosthetic dentures compared with 5.3%
of participants without teeth found in TILDA’s Wave 3.

Prevalence of eye disease rose to 19.5%, with cataracts the most prevalent eye disease at
15.9%, with a higher prevalence in people with Down syndrome including at younger ages.

Overall, there was an incidence of 4.7% of dementia (n=27) between Waves 2 and 3 in IDS-
TILDA.

In Wave 3, 35.5% of people with Down syndrome had a doctor’s diagnosis of dementia,
which rose from 15.6% in Wave 1, and there was further incidence of 22.5% between Waves
2 and 3.

Dementia screening within the last two years rose from 14.5% in Wave 1 to 30.5% in Wave 3
overall and from 13.9% in Wave 1 to 61.4% in people with Down syndrome.

Mental Health, Well-Being, Vitality and Life Events

This chapter reports on the findings on mental health, well-being, vitality and life events in

Wave 3. A number of measures used in previous waves were repeated but this chapter also

includes data from new measures that provide a more detailed and directed insight into

depression and anxiety. Data is presented in a descriptive manner drawing comparisons with

findings from other studies both for people with ID and for the general older adult population.

Key Findings

Emotional, nervous and psychiatric conditions remained at a high prevalence, with almost
52% of participants reporting having received a doctor’s diagnosis.

Depression, anxiety and mood disorders were the main contributors to poor mental health.
Rates of depression and mood swings decreased from Wave 1 to Wave 3.

The incidence of newly-diagnosed mental health conditions, from Wave 2 to Wave 3, was
low at 2.0%.

Participants with Down syndrome reported fewer mental health conditions (26.2%) than
those without Down syndrome.
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« Participants who self-reported were more likely to rate their mental and emotional health
as excellent/very good/good (92.9%) than those with joint self/proxy (78.2%) or proxy only
(70.8%) responses. This represented the highest self-rating of positive mental health to date
across the three waves.

+ Prevalence of depression, as measured using the Glasgow Depression Scale for people with
a Learning Disability (GDS-LD), was significantly higher than that in the general population
with 10% of participants reporting symptomes.

+ There was no significant difference in prevalence of depression between those in
institutions (11.1%) and community group homes (11.3%).

+ Prevalence of anxiety, as measured using the Glasgow Anxiety Scale for people with a
Learning Disability (GAS-LD), was similar to that in the mainstream population with 15.1%
reporting symptoms. Anxiety was more frequently reported in those living in community
settings than in institutions.

e The mean score for the Energy and Vitality Index (EVI) was 68.3, similar to that reported for
the general older population in Ireland.

Health Care Utilisation

As people with intellectual disability age, health needs change with a greater need for health
services likely. Access to and utilisation of health care is identified as a key health indicator
for people with intellectual disability (Ouellette-Kuntz, 2005). Yet access to adequate health
services at the appropriate time can be complex (Northway, 2013) and challenging for people
with ID. The pathways into healthcare are also reported to be different to that of the general
population (McNally et al, 2004).

Key Findings

«  The majority of IDS-TILDA participants continued to access health services using a medical
or GP card.

«  Private health insurance was low for people with an intellectual disability at 0.5% compared
with 35.0% reported for the TILDA population.

+ There was a trend for increased health service use demonstrated by increases in emergency
department admissions, GP use, outpatient appointments and hospital admissions.

+ There were increases in the percentage of participants reporting accessing health screening
services including prostate cancer checks and breast checks.

« There was a much higher rate of flu vaccinations for the ID population (90.9% compared
with 47.5% for the older general population).
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Methodology

At Wave 3, interviews were sought from all respondents who took part in any previous wave and
who agreed to be contacted again. To reduce respondent burden, prior answers in the physical
health section in Waves 1 and 2 were ‘fed forward’ and confirmed, or updated, in Wave 3.

Key Points

+ Theretention rate for Wave 3 was 86% (609 / 708); calculated as the percentage of
respondents who completed at least one element of Wave 3. Seventy percent of the attrition
was due to deaths.

« Among the Wave 2 respondents who were alive at Wave 3, the response rate was 95.5%.

« Interviews continued to be a mix of self-report and proxy interviews. Proxy interviews were
completed by family or staff.
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Introduction

This report marks Wave 3 and the 10-year anniversary of IDS-TILDA. So much has changed in
Ireland over those 10 years and there has been an important opportunity through IDS-TILDA to
identify how the lives of people ageing with an intellectual disability have also changed. There
is much that gives hope. That IDS-TILDA continues after 10 years is part of that hope. The active
engagement of people with ID in launching each wave of the study, and in developing and
testing protocol questions for IDS-TILDA, is another aspect and speaks to a new approach to
studies, one that celebrates an important principle in advocacy “nothing about us, without us.”
Our participants with an intellectual disability are our partners.

As well as presenting findings, this report celebrates a genuine partnership between researchers
and those who provide the data. Over time too we have seen greater linkage of study questions
to important social and policy questions, particularly as Ireland seeks to reduce reliance on
congregated settings and advance new models for community living. The reports here are
helping to track changes in services systems and their actual impact on individual lives. This
also represents new ground as a longitudinal study and is a critical reason why future waves for
the study are planned - there is so much more to know about the lives of people ageing with

an intellectual disability when their daily lives, places of residence and opportunities for social
engagement are rapidly changing.

There are also challenges highlighted in this report. There are many people with an intellectual
disability who are not leading the active lives they desire, struggling to have relationships with
others and experiencing high levels of chronic conditions that are not always well managed.
We highlight these challenges but are interested in knowing in future waves how well they are
addressed.

Finally, we feel strongly that after 10 years more is known today about the lives of people with
an intellectual disability as they age. As researchers, we have been particularly fortunate to

be linked with the Irish Longitudinal Study on Ageing. This has added to the richness of the
data by offering opportunities for comparisons which have brought into sharper focus many of
the challenges we have encountered in the lives of people with intellectual disabilities. Some
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challenges are shared, and some are unique to people with an intellectual disability. The ability
to compare directly to TILDA has helped highlight what is unique in the lives of people with an
intellectual disability as they age and to celebrate what is shared in common with others.

As we prepare for Wave 4, we are thoughtful about the participants we have lost over the ten
years, often to the chronic conditions we identified in this study and are appreciative of their
contributions. Many participants are continuing, but enough have been lost over the 10 years
and three waves that in Wave 4 we will refresh the sample. We are pleased to dedicate this
Wave 3 report to the original cohort of IDS-TILDA. We shared in their excitement on the day
we launched IDS-TILDA and are humbled and appreciative of the contribution of every single
participant and those who support them.

Professor Mary McCarron
Professor Philip McCallion
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Changing Demographics

and Housing Mobility

1.1 Key findings

Over the 10-year period between Wave 1 and Wave 3, 32.0% (241/753) of participants
confirmed a change in where they were living, with 167 people moving in the last three
years.

Of the 167 people who moved between 2014 and 2017, 46 (27.5%) had also reported a
change in where they were living between 2011 and 2014.

Movement within or to similar settings (lateral moves) were the most frequent moves made
(64.7%).

At Wave 3, 11.4% (19/167) of participants reported making a more community based move.
This was a decrease from 26.7% (32/120) from Wave | to Wave 2.

There was an increase in more supported moves at Wave 3, 24.0% (40/167), up from 13.3%
(16/120) at Wave 2. Physical health changes were more likely to be reported as the main
reason for these moves.

A third of participants reported having a key to their own home. Of those who moved to a
new residence, only 27.5% (46/167) reported having their own key.

The majority of the participants who moved reported being happy following the move.
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1.2 Introduction

A change in where a person lives is a common key life event that most people will experience at
some stage during their life. For the general population this is typically an event that happens
as part of the transition from adolescence to young adulthood, and serves as an indicator

of independence and maturity. Moving at later life occurs too and may involve a move from

the person’s own home to nursing home or to the home of adult children. This can be a
consequence of decreasing physical health and increased need for support and dependence.
However, ageing in place is a dominant policy perspective for the general older population with
evidence supporting better quality of life for older people who remain living in their own home
as they age (Sixsmith and Sixsmith, 2008).

For people with an intellectual disability, the concept of ‘home’ is quite different, with many
people with an intellectual disability having historically been placed within segregated
institutionalized living spaces (Bigby, 2006) and others living in the family home throughout
their life. However, with the increased longevity of people with ID, and a policy emphasis

on community based living for all people with disabilities (HSE, 2011), there is a need to
understand success in movement of people to the community.

The IDS-TILDA study is ideally positioned to track the implementation of most recent de-
congregation policies in Ireland, with Wave 1 data collected prior to policy publication and
subsequent waves thereafter. This chapter profiles the movement of the IDS-TILDA sample
across the 10-year period since the study began.

As with Wave 2, each move was examined and categorized into:

+ Lateral move (movement to another living unit within a campus setting or institution;
movement to another community group home; or movement to a different family or
independent home).

+  More supported move (movement from a community group home or from family/
independent to a campus setting or institution or to a nursing home or a closed mental
health unit; or movement from family/independent to a community group home).

«  More community based move (movement from a campus setting or institution to a group
home or to family/independent; movement from a community group home to family or
independent home).
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1.3 Sample demographic profile at Wave 3

The demographic profile of the IDS-TILDA participants is presented in Table 1.1.

Table 1.1 Demographic profile of IDS-TILDA participants across three waves of data collection

40-49 38.2 (34.8-41.8) 28.1 (25-31.7) 11.8 (9.5-14.6)

65+ 16.2 (13.7-19) 20.9 (18.3-24.3) 25.5 (22.3-29.2)

Male 44.9 (41-48.1) 445 (44.1-49.5) 44.2 (40.3-48.1)

Level of ID

Moderate (42.1-50.3)

Type of residence

Community Group Home (36.6-44.3)

Not unexpectedly the number of people aged 40-49 decreased over 10 years and the numbers in

older cohorts increased.

1.4 Movement within and between settings

Atotal of 167 (27.4% of the Wave 3 sample) changed their living situation during the period
between 2014 and 2017. As can be seen in Table 1.2, the demographic profile of those who
moved was similar to that reported in Wave 2, with a greater proportion consisting of females -
58.7% (98/167) female compared with 41.3%(69/167) male. The largest group comprising 60.5%
(101/167) were aged 50-64 years.
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Table 1.2 Profile of participants who moved between Waves 1 & 2 and Waves 2 & 3

Wave 1 - Wave 2 Wave 2 - Wave 3

Cl195%

(34.1-48.9)

Age

(52.9-67.6)

Level of ID

Moderate (40.4-55.8)
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Table 1.3 illustrates that for the majority of participants there was no change in type of
residence at Wave 3 when compared with Wave 2. For instance, 88.6% (218/246) who were
living in a community group home in 2017 were previously living in a community group home in
2017. However, five people who had been living with family/independently in 2014 were living
in a community group home in 2017 and a further eight people who were previously living with
family/independent were in a residential type by 2017.

Table 1.3 Type of residence recorded for participants at Wave 2 and Wave 3 (n = 609)

Type of residence at Wave 3

Wave 2

Residence Family/ Independent Community Group Home Residential

Family/ (88.3- (0.9- (1.5-
4,709 2.009 .009
Independent %0 94.70% 97.7) > 00% 4.7) 8 3.00% 5.8)

(6.3- 217 | 81.00% (75.8-

. . 0 ) 0
Residential 0 0.00% (0-39) | 23 9.30% 13.6) 85.2)

Similarly to Wave 2, each move was examined and categorised according to three types of
moves - lateral, more supported and more community based. Table 1.4 shows that there was a
decrease in the number and percentage of more community based moves made between Wave
2 and Wave 3 (19/167, 11.4%), compared to similar moves made between Wave 1 and Wave 2
(32/120, 26.7%). In contrast, there was an increase in both lateral and more supported moves
made during the same period.

Table 1.4 Type of move made between Waves 1 & 2 and Waves 2 & 3

Wave 1 - Wave 2 Wave 2 - Wave 3
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Of the 120 participants who had moved residence between Wave 1 and Wave 2, 38.3% (46/120)
reported that they moved again between 2014 and 2017. The type of move made by these

46 participants s illustrated in Figure 1.1 below. In line with the total group of movers, the
majority of these 46 participants made lateral moves both times, with a noted decrease in

the percentage who made community based moves between Wave 2 and Wave 3. Just over a
quarter of the 46 participants had made a more community based move between Wave 1 and
Wave 2 but only 4.3% (2/46) reported the second move to be a more community based move.

Figure 1.1 Type of move made by the 46 participants who moved at both waves

B Wave2 M Wave3

100
90
80
70
60
50
40
30
20
10

Lateral Supported Community

Note: n = 46; Error bars correspond to 95% confidence intervals

1.5 Motivation for and involvement in decisions about moving

Participants could indicate multiple reasons for moving (note - as not all participants answered
this question, the total numbers reported in this section may vary). The most frequently
reported reasons given by the 161 participants who moved between Wave 2 and Wave 3 and
answered this question were changes in health status (23.6%, 38/161), to accommodate the
service provider (18.0%, 29/161) and unhappiness in previous residence (13.0%, 21/161). The
single most important reason identified for moving was a change in the individual’s health
status (21%, 33/157).

Table 1.5 shows the reasons for moving (by the type of move made) as given by the 156
participants who answered this question. Physical health changes were more likely to be
reported as the main reason for moving by 38 participants who made more supported moves
(39.5%, 15/38) (Table 1.5). Overall 25 participants who made lateral moves reported other
reasons such as compatibility with housemates, health and safety and other structural housing
issues, sale of property by landlord and closure of particular residential units. In addition, just
under a quarter of this lateral move group (21%, 21/100), selected the reason that they moved
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to accommodate the service provider. A third of 18 participants who made more community
based moves (33.3%, 6/18) reported being unhappy in the previous residence as the reason for
moving.

Table 1.5 Reasons for moving by the type of move made by participants (n = 156)

Lateral (n=100) Supported (n=38) Community (n=18)

Physical health (10.1- (25.6-

1 1 1 . 2 11.1 .1-32.
changes 6 6 24.4) 5|39 55.3) 3.1-328
Change in service 4 | 4 (1698 1 | 26 O 2 | 111 | 3.1-328
policy 13.5)
Not happy where | was (4.2- (15.3-
living 8 8 (4.1-15) 4 10.5 24.1) 6 33.3 56.3)

Lack of nursing
support

Personal choice

Staff/skill mix notin
place to meet needs

As noted above, 46 participants moved at Wave 2 and again at Wave 3. The most frequently

reported reason for moving for these 46 participants was to accommodate the service provider
(21.7%, 10/46) which was an increase from 17.4% (8/46) at Wave 2. The percentage of these
participants reporting personal choice as the main reason for moving also increased from 4.3%
2/46) to 8.7% (4/46).
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In terms of the individual’s involvement in the decision to move, a higher proportion of 18
participants who made community based moves (44.4%, 8/18) were involved in the decision.
This compares with a third of 103 participants who made lateral moves (33%, 34/103) and 26.3%
(10/38) of 38 participants who made more supported moves.

Figure 1.2 illustrates the multiple stakeholders who may be involved in the decision that an
older person with intellectual disabilities changes where they live, and is an indication of the
complexity of the moving process for this population.

Figure 1.2 Stakeholders involved in decision to move

Individual Family Key worker Staff The service Other

Note: n = 160; Missing Obvs = 7; Error bars correspond to 95% confidence intervals

1.6 Desire to move, home ownership and happiness post move

Participants were asked if they had wanted to move and, of the 167 participants who reported
to have moved between 2014 and 2017, 156 answered the question. Of this group, 54.5%
85/156) said that they had wanted to move. However, 32.7% (51/156) participants stated that
they did not know if they wanted to move or not. A total of eighteen (18/143; 12.5%) participants
reported viewing alternative options for living prior to their move.
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Overall however, the majority of the 160 participants who answered the relevant question
stated that they were happy following the move (89.4%, 143/160) with just 1.3% (2/160) saying
they were unhappy and a further 5% (8/160) were neither, happy or unhappy but said they were
still adapting to the change.

In response to the question ‘do you have a key to your own home’ a total of 201 of the 607
participants (33.1%) reported that they had. Interestingly, of the 167 who had moved residence
in the last three years, a lower percentage, 27.5%, reported having a key (46/167). A lower
percentage of the 40 participants who had made more supported moves reported having their
own key (12.5%, 5/40) compared with the 19 participants who made more community based
moves (57.9%, 11/19).

Participants were asked if they were a home owner or tenant and, if a tenant, whether the
property was rented from a service provider, private landlord or housing authority/social
housing. Of the 167 people who moved, 150 people responded to this question. Table 1.6
illustrates that the majority of participants who moved were renting their home, with 76.0%
(114/150) renting from a service provider. Only one participant who had moved reported owning
their own home and six people were now living in a nursing home.

Table 1.6: Tenancy status for people who moved

] % 95% ClI
Own home/have mortgage 1 0.7 (0.1-3.7)
Family owns home 1 0.7 (0.1-3.7)
Rent from service provider 114 76 (68.6-82.1)
Rent from private landlord 7 4.2 (2.3-9.3)
Rent from local authority/ social housing 4 2.4 (1-6.7)
Nursing home/fair deal 6 4 (1.8-8.5)
Does not pay rent/ not applicable 17 10.2 (7.2-17.4)
Total 150 100

Just over half of those who moved (95/162, 58.6%) had a tenancy agreement with the person
they rented from. However, 16.0% of the total (n = 26) did not know and 25.3% (n =41) did not
have a tenancy agreement.
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1.7 Conclusion

As a percentage of the overall changes in living arrangements, the rate with which older people
with ID have moved to the community has decreased in the last three years. Lateral moves
continue to dominate the housing mobility landscape for this population with the main reason
for these lateral moves tending to be provider driven. However, to the extent that lateral

moves were from one community setting to another or from one family or independent home
to another, such moves were also supportive of not adding to the population in congregate
settings. Participants who had moved to more supported settings reported a change in physical
health status as the main driver for those moves.

Similarly to the moves examined in 2014, many people with ID are not involved in the decision
to move. In addition, while one third of the total IDS-TILDA sample had a key to their own home
with fewer (27.5%) of the participants who moved reporting the same. There remains much
work to be done to achieve community living and associated markers of independence for most
people with an ID. However, it was particularly noteworthy that most participants wanted to
move into the community and, regardless of the level of their involvement in the decision to
move and where they moved, among participants there was a high level of happiness recorded

post move.
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Social Participation

2.1 Key findings

« Older people with intellectual disabilities continued to be more socially excluded than
their counterparts in the general population; while those with severe-profound levels of
ID and those living in institutional settings remain the most excluded across practically all
measures.

« Overall there has been a decrease in the number of older people with ID who live in close
proximity to their family members.

+ Respondents with the most frequent family contact continued to be male, younger, with
milder levels of ID and living in community settings; respondents with severe-profound ID
and those living in institutional settings continued to have the least family contact.

+  The vast majority of respondents had friends (92.4%, n=560), the most common type being
a co-resident friend (71.8%, n=402); however, a majority also reported they had friends
outside their home (62.0%, n=347), and a similar number reported their keyworker/support
staff were their friends (62.5%, n=350).

« Just over half (56.6%, n=317) reported that they had a best friend and almost two-thirds
(63.2%, n=187) said that their best friend was someone with an intellectual disability.

«  Three-quarters of respondents (77.6%, n=256) had contact at least once a week with non-
resident friends and a further 10.9% (n=36) had monthly contact; overall the rate of regular
contacts increased by 4.8% between waves 2 and 3.

+  Thevast majority of older people with ID continued to engage in a broad range of social
activities and most do these activities within their local communities; while the most
popular organisations were ‘Sports, Social or Leisure Club’, ‘Arts or Music’ and ‘Advocacy
Group’. ‘Special Olympics’ fell from the first to fourth most popular between Waves 1 and 3.

+ There was a significant drop in the rate of giving support to family between Wave 2 (17.6%,
n=118) and Wave 3 11.9% (n=68); while there was a small increase in the rate of helping
friends and neighbours; however, older people with ID continued to have lower rates of
providing help and support than the general older population.

+  Four out of five respondents reported a sense of belonging to their local community.
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« Older people with ID continue to be dependent on others for their transport, in contrast to
the general older population. Overall, 92.7% (n=523) were driven as a passenger (just one
person reported driving themselves), while just 29.7% (n=145) used bus transport.

+ The vast majority of respondents (96.4%, n=556) said that the day activity they described
was what they had wanted to do.

« Just over a quarter of respondents felt that a lack of transport facilities in their area affected
their lifestyle (25.2%, n=111), and that they would like to use more public transport (26.7%,
n=106).

« Half of respondents (50.0%, n=294) reported they had not spent any full days at home in the
previous week, and a further 17% (n=100) spent just one full day at home; however, 6.1%
(n=36) had not left the house at all in the previous week; while most who didn’t leave the
house for at least one day had to stay at home for reasons other than their choice.

2.2 Introduction

Previous waves of IDS-TILDA have identified that many people with ID live active social lives
within both their local communities and other settings. However, comparison with the general
older population (largely through TILDA data) has also highlighted the existence of disparities
between the social and community participation of older people with ID and the general
population. Furthermore, previous waves of IDS-TILDA have shown that these disadvantages
are most keenly felt amongst people with more severe levels of intellectual disability and
complex needs, those who continue to live in institutional residences, and the oldest of those
ageing with ID.

The context for assessing the social participation for older adults with ID in Ireland continues
to be provided by policy developments on deinstitutionalisation and community living (Health
Service Executive, 2011), the individualisation of services (Department of Health, 2011, 2012),
and the mainstreaming and personalisation of day activity (Health Service Executive, 2012);
while generic policies on ageing provide a comparative context even though older people with
ID tend to be overlooked (Department of Health, 2013).

Within this chapter we provide an overview of key measures such as the makeup of social
networks, types and frequencies of social contacts, engagement in social activities, and the
different facilitators and barriers to participation for this population. Additional measures in
Wave 3 assessed more qualitative aspects of participation, most notably friendship quality and
community belonging, offering a fuller picture of the social lives of people with ID as they age in
Ireland.
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2.3 Social connections

This section begins by looking at the connections that respondents had with family and with
friends in Wave 3. As in previous waves, we asked people about what family they have, the
proximity of their family members, and the type and frequency of contact that they had with
those family members. With regard to friends, new questions were added to Wave 3 to further
explore the friendship networks of participants, while type and frequency of contacts were also
examined.

2.3.1 Connections with family

2.3.1.1 Family networks

The proportion of respondents who reported having no family at all remained very low at just
3.1% (n=19), which was a slight decline in absolute terms since Wave 2 (3.7%, n=26). However,
while the vast majority have family, very few reported having either a spouse/partner (0.5%,
n=3) or a child (0.2%, n=1). By contrast, TILDA recently reported that 88% of the community-
dwelling general older population in Ireland were either married (65.7%) or had previously
been married (22.3%), and many also have children (85% of those aged 54-64 years) and
grandchildren (Donoghue, Orr, Leahy, & Kenny, 2017). As might be expected with an ageing
population, the proportion of respondents who had parents and aunts/uncles has continued
to decline; while siblings and nieces/nephews were the most commonly reported family in
respondents’ networks (Figure 2.1 below). Respondents who reported having siblings had an
average of two sisters (mean=2.26) and two brothers (mean=2.27).

Figure 2.1 Family networks (Waves 2 & 3)

BMWave2 " Wave3

Note: Wave 2 n = 699; Missing Obvs = 9; Wave 3 n = 607; Missing Obvs = 2; Error bars correspond to
95% confidence intervals
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2.3.1.2 Proximity of family

Respondents were asked where their family members lived. Table 2.1 below shows how close to
respondents selected family members lived, with comparison to Wave 2.

Table 2.1 Proximity of family members (Waves 2 & 3)

Outside

Lives With Same Neighbourhood Neighbourhood

84.4
(80.9-87.4)

87.9

Brother (n ,=488;n ,=422) (84.5-90.7)

93.1
(88.3-96.0)

96.2

Cousin (n =173; n =133) (91.5-98.4)

88.1
(80.7-92.9)

90.4
(81.5-95.3)

Aunt/uncle (n ,=109; n ,=73)

(0.0-5.00) | (6.4-18.3)

Overall there has been an increase in the number of older people with ID who do not live in

close proximity to their family members. Further analysis of the remaining Wave 3 sample is
needed to determine whether these patterns are due to changes in living arrangements by
respondents. Reported rates for the general population by TILDA suggest that fewer older
people with ID live in close proximity to members of their family, with two-thirds of the general
older population living in close proximity to their children alone (i.e. either living with or in

the same county as each other) (McCausland, McCallion, Brennan, & McCarron, 2017; Ward

& McGarrigle, 2017). Given that Wave 2 data identified proximity to family as the strongest
influence of family contact (McCausland et al., 2017), any decrease in proximity is a cause for
concern for the impact it may have on wider participation.
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2.3.1.3 Contacts with family

Similar to previous waves, in Wave 3 we asked respondents about the frequency of contact
they had with non-resident family, with regard to face-to-face contact, telephone contact and
written contact (including text, email or Facebook). Overall, the trend through the three waves
to date shows that there has not been much change in rates; however, very frequent contact
with family (i.e. at least once a week) has shown a small decline of 2.5% between Waves 1 and
3. If we look more closely at family contact for Wave 3, Figure 2.2 below shows that respondents
with the most frequent rates of family contact were male, younger, with milder levels of ID,

and living independently in the community or with family, consistent with findings in previous
waves (McCausland et al., 2017; McCausland, McCallion, Cleary, & McCarron, 2016). Female
respondents were more likely than males to have infrequent contact with family (i.e. less than
monthly). However, greater disparities from previous waves have been confirmed, where those
aged 65 years and older, those with severe-profound levels of ID, and those living in institutional
settings had the least family contact.

Figure 2.2 Contact with non-resident family by gender, age, level of ID & residence (Wave 3, n = 578)

B Weekly % [ Monthly % < Monthly %

TOTAL
Independent/Family
Group Home —
Institutional
Severe-Profound ID ——
Moderate ID
Mild ID
65+ years
50-64 years
40-49 years
Female

Male

0 10 20 30 40 50 60 70 80 90 100

Face-to-face and telephone contact with individual family members showed no consistent
pattern between Waves 2 and 3, with frequent contact (i.e. at least weekly or monthly)
increasing for some family members (sisters, cousins and fathers) and declining for others
(brothers, nieces/nephews, mothers and aunts/uncles), although the differences are relatively
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small in most cases. What is notable is that people continue to have the highest rates of
frequent contact with their mothers and fathers. Fewer amongst this ageing population still
have living parents, therefore a concern for the future is that many older people with ID lose the
people with whom they have their most frequent social contacts. There has been little overall
change in the level of phone contact since Wave 2, with the majority of respondents (between
58.1% and 92.7%) continuing to have infrequent phone contact with all types of family.

2.3.2 Connections with friends

2.3.2.1 Friends networks

Previously we had asked about non-resident friends, and found in Wave 2 that a substantial
number (43.4%, n=301) reported having no friends outside their home. However, this
overlooked co-resident friends. Wave 3 included new questions about whether people had
friends, whether they had a ‘best friend’ and the identities of their best friends. When asked if
they had any friends, the vast majority of respondents (92.4%, n=560) indicated that they did.
When looking within the sample (Figure 2.3 below), we can see differences with regard to level
of ID and type of residence. Respondents with mild ID (97.1%) were more likely to have friends
than those with moderate (93.4%) and severe-profound ID (85.3%); and respondents living in
independent/family residences (96.8%) were more likely to have friends than people living in
community group homes (95.1%) and those living in institutions (88.3%).

Figure 2.3 Do you have friends? By age, gender, level of ID and type of residence (Wave 3, n = 606)

H Have friends % Do not have friends %

TOTAL
Independent/Family
CGH

Institutional

Severe -Profound ID
Moderate ID

Mild ID

65+ years

50-64 years

40-49 years

Female

Male

0 10 20 30 40 50 60 70 80 90 100
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Those who reported that they had any friends were also asked who their friends were. The most
common friend reported was a co-resident friend (71.8%, n=402), although almost two-thirds
(62.0%, n=347) also reported that they had friends outside their home. However, roughly the
same amount (62.5%, n=350) indicated that their keyworker or support staff were their friends.
Figure 2.4 below illustrates quite stark differences with respect to type of residence. A large
majority of those living in institutional settings reported co-resident friends but fewer than

half had any non-resident friends whereas for respondents living independently or with family
a large majority had friends outside their home and just a quarter had co-resident friends.

Just over a third of respondents in independent/family settings said that they had keyworker/
support staff friends, compared to over two-thirds in institutions and community group homes.
The profile for those in group homes was closer to the institutional cohort, albeit with fewer
reporting co-resident friends and more reporting non-resident friends.

There were also notable variations in the profile of friends depending on level of ID, age and
gender. Around 10% more men than women reported having friends outside their own home
and the pattern of co-resident friends increased substantially as age increased. Rates of non-
resident and keyworker/support staff friends were fairly similar across all age groups (i.e.
approximately 60-65%), although there was a trend of slightly decreasing rates of non-resident
friends as age increased. Finally, people with severe-profound ID were far more likely to have
friends inside their own home, but far less likely to have friends outside their own home. Further
analysis will be required to determine if any of these (or other) factors are confounding rates -
e.g. if level of ID is influencing rates for type of residence, or vice versa.
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Figure 2.4 Types of friends by gender, age, level of ID and residence (Wave 3)
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Respondents who reported that they had any friends were also asked if they had a ‘best friend’
(self-defined or self-identified by respondents). Just over half (56.6%, n=317) reported that they
did have a best friend. Figure 2.4 earlier showed that 3.8% fewer men than women reported
having any friends; however, as may be seen in Figure 2.5, this gap almost doubles with regard
to having a best friend, where 6.9% fewer men said they had a best friend. We also previously
saw little difference with regard to age and having any friends; but this changes dramatically
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when we consider best friends, with a sharp fall in rates between the youngest age group (40-49
years) (73.4%) to the 50-64 years group (54.9%), and overall a difference of 20% between the
youngest group and those aged 65 years or older (53.4%). There was also a sharp drop in rates
of having a best friend between respondents with mild (61.9%) or moderate (60.0%) levels of
intellectual disability and those with severe-profound ID (43.9%). There was also a substantial
gap (20.4%) in rates of having a best friend between people living in independent/family
residences (68.5%) and those in institutions (48.1%), while respondents living in community
group homes (60.5%) were more comparable to the former.

Figure 2.5 Have a best friend by age, gender, level of ID and type of residence (n =560)

M Have a best friend % Do not have a best friend %

TOTAL
Independent/Family
CGH

Institutional
Severe-Profound 1D
Moderate ID

Mild ID

65+ years

50-64 years

40-49 years

Female

Male

Respondents who said they had a best friend were asked about the identity of their best friend,
and whether or not it was someone they lived with. Of these, almost two-thirds (63.2%, n=187)
said that their best friend was someone with an intellectual disability, which was by far the most
common response (Table 2.2 below). After this, other types of best friend were: carer/service
provider (15.9%, n=47); family (8.4%, n=25); other friend (7.1%, n=21); and work colleague
(5.4%, n=16). In addition, three out of five respondents (60.5%, n=179) said that their best friend
was someone they did not live with; while two out of five (39.5%, n=117) reported that their best
friend was someone they lived with.
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Table 2.2 Identity and location of best friend by age, gender, level of ID and type of residence

Location
Identity of Best Friend of Best
Friend

68.9
(60.1-76.5) (28.8-45.9)

40-49 years 45 64.4 20 6.7 6.7 2.2 31.1
(49.8-76.8) | (10.9-33.8) | (2.3-17.9) | (2.3-17.9) | (0.4-11.6) | (19.5-45.7)

65+ years 67 59.7 20.9 7.5 3 9 44.8
(47.7-70.6) | (12.9-32.1) | (3.2-16.3) | (0.8-10.2) | (4.2-18.2) | (33.5-56.6)

Moderate ID 134 58.2 23.1 8.2 5.2 5.2 33.6
(49.7-66.2) | (16.8-31.0) | (4.6-14.1) | (2.6-10.4) | (2.6-10.4) | (26.1-41.9)

Institutional 98 66.3 23.5 6.1 3.1 1 56.1

(56.5-74.9) | (16.2-32.8) | (2.8-12.7) (1.0-8.6) (0.2-5.6) | (46.3-65.5)

Independent/ 63 49.2 3.2 15.9 15.9 15.9 19
(37.3-61.2) | (0.9-10.9) | (8.9-26.8) | (8.9-26.8) | (8.9-26.8) | (11.2-30.4)

Male respondents were more likely (+9.6%) than females to have a best friend with an ID and

less likely (-11.1%) to consider a service provider their best friend. There was no discernible
pattern regarding age and identity of best friends; however, there was a noticeable decline in
having best friends from outside one’s home as age increased, falling by 13.7% between the
youngest and oldest cohorts. With regard to level of ID, again there was no overall pattern, yet
it was striking that respondents with severe-profound ID had the highest rates of any cohort
of having best friends with ID, and a majority of their best friends were co-resident - with just
44.2% of best friends from outside their own homes. This was second lowest only to people
living in institutional settings, of whom just 43.9% had non-resident best friends.
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This group also had the highest rate of service provider best friends (23.5%). On the other hand,
people living in independent/family residences were the only cohort not to have a majority

of best friends with ID (49.2%), and to have what appears to be a more diverse range of best
friends; while in addition this group also had by far the highest rates of non-resident best friends
(81.0%).

2.3.2.2 Contacts with friends

Respondents were again asked in Wave 3 about the frequency of contacts (face-to-face,
telephone and written) that they had with their non-resident friends. Figure 2.6 below illustrates
the changes between Waves 2 and 3 in the frequency of contacts (of any type) that people had
with these friends. We can see overall that respondents tended to have fairly regular contact
with their non-resident friends, with over three-quarters (77.6%, n=256) having contact at least
once a week and a further 10.9% (n=36) having contact at least once a month. We can also see
that the rate of regular contacts has increased by 4.8% between Waves 2 and 3.

Figure 2.6 Contact with non-resident friends (Waves 2 & 3)

BWave 2 Wave 3
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Note: Wave 2 n = 390; Wave 3 n =330; Error bars correspond to 95% confidence intervals
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Figure 2.7 below examines the differences in rates of contact with non-resident friends based on
gender, age, level of ID and type of resident.

Figure 2.7 Contact with non-resident friends by gender, age, level of ID and residence (Wave 3, n = 330)

B Weekly % F Monthly %  <Monthly %

Group Home
Institutional
Severe-Profound 1D
Moderate ID

Mild ID

65+ years

50-64 years

40-49 years
Female

Male

From this we can see that there is little variation in frequency of contact between different types
of residence. With respect to gender, male respondents reported higher rates of very frequent
contact (i.e. at least weekly), yet there was little difference in rates of infrequent contact (i.e.

less than monthly). Similarly, in relation to age, respondents aged 65 years and above reported
substantially lower rates of weekly contact than younger respondents, but rates of infrequent
contact showed little difference between all age groups. The most notable differences in
frequency of contact related to level of ID. There was a steady decline in very frequent contact
as ID became more severe, with a difference of 14.9% between respondents with mild ID and
those with severe-profound ID. Likewise, people with severe-profound ID had much higher rates
of infrequent contact (20.4%) compared to those with mild ID (7.3%). It should be borne in mind
when interpreting these results however, that they only represent contacts that respondents
had with non-resident friends. As we have reported above (Figure 2.4), co-resident friends were
actually the most common type of friend reported amongst the sample overall (although other
types were more common amongst some sub-groups). As such, the contact data for friends
reported here do not represent the full range of contacts with all friends.
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2.4 Type and quality of relationships

2.4.1 Confidants

As in previous waves, respondents were asked if they had a confidant (i.e. someone they could
talk to about private matters) and, if so, who that person was. This question was asked only

to participants who could self-report (n=324), the vast majority of whom (95.7%, n=310) said
that they had a confidant, which was almost identical to Wave 2 (95.1%, n=327). This equated
to 50.9% of the full sample having a confidant, an increase of 7.5% since wave 2 (43.4%). If we
look at the identities of the confidants that respondents had (Figure 2.8 below) we can see that
between Wave 1 and Wave 3 keyworker/staff have been by far the most frequent confidant

for respondents, and has increased to a point where four out of five respondents report
confiding in their keyworker/staff member. Siblings and friends were the next most frequently
cited confidants, and both again have increased in importance since Wave 1 - with friends in
particular more than doubling. At just 5.8%, the rate of respondents confiding in parents has
continued to decline, perhaps reflective of an ageing population.
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Figure 2.8 Identity of respondents’ confidants (Waves 1-3)
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Examining the variations between cohorts within the sample for the top three reported
confidants (i.e. keyworker/staff, sibling and friend), we can see some differences between
groups (Figure 2.9 below). Female respondents were slightly more likely to confide in
keyworker/staff and friends, while males were more likely to confide in their siblings.
Respondents aged 65 years and above reported higher rates of confiding in keyworker/staff and
friends, and lower rates of confiding in siblings, than the two younger groups. People with mild
ID had substantially higher rates of confiding in siblings and friends than those with moderate
or severe/profound ID, while rates of confiding in keyworker/staff increased steadily as level of
ID became more severe. Finally, some of the more pronounced differences were seen between
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people living in different types of residence. Respondents living in independent/family settings
were far less likely to confide in keyworker/staff than those living in formal care settings (group
homes or institutional); yet keyworker/staff remained their most frequently identified confidant.
They were also far more likely to confide in a sibling and marginally more likely to confide in a
friend.

Figure 2.9 Most common confidants by age gender, age, level of ID and residence

Friend H Sibling M Keyworker/Staff

Total
Male
Female
<50years

50 - 64 years

65+ years
Mild ID

Moderate ID

Severe - Profound ID

Independent/Family

CGH

Instirutional

70 80 90 100

Note: Wave 3 n = 310; Error bars correspond to 95% confidence intervals

2.4.2 Support to family

In Wave 3 a total of 11.9% (n=68) said that they provide support to a member of their family,
which was a significant drop from rates reported in Wave 2 (17.6%, n=118). Figure 2.10 shows
the family members to whom these respondents provided support, with changes since Wave 2.
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Figure 2.10.Family members to whom respondents provide support
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Note: Wave 2 n = 118; Wave 3 n =68; Error bars correspond to 95% confidence intervals

It seems that overall there has been a drop in rates of providing support to family amongst
this sample, perhaps as a consequence of ageing and a reduced ability to continue providing
support, as well as the loss of parents and other family members through age. This is reflected
in a drop in the proportion helping parents and a parallel increase in the proportion who
provide help to siblings. The factors behind this require further examination in future waves.

Participants who said they supported family were also asked what type of support they provide.
Figure 2.11 below illustrates these responses in comparison with Wave 2 findings. This shows

a marked decline in the rates of providing specific types of support to family since Wave 2,
reflecting the general fall in rates of supporting family. The most common types of support to
family remained emotional support, help with shopping and day to day support. Finally, the
general decline in providing support to family may also be reflected in the levels of satisfaction
with providing support. While all respondents who provided support said they were satisfied
with doing so, the rate of those who said they were ‘very satisfied’ fell from 73.9% in Wave 2 to
59.0% in Wave 3.

While there are no directly comparable rates to these for the general older population, we can
see from data reported by TILDA that older people within the general population provide a
much broader and more intensive level of support to family members. For example, half (51%)
of the general older population with living parents provided financial help; almost a quarter
(23%) provided support with basic personal care (average of 23 hours per week), and 43%
helped them with other activities (average of 13 hours per week); almost half (48%) provided
financial support to children; and 41% who had grandchildren provided care for them (Ward &
McGarrigle, 2017).
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Figure 2.11 Type of support provided to family (Waves 2 & 3)

Wave2 B Wave3

Emotional Support

Help with shopping

Day to day support

Help with remembering things
Financial support

Support with mobility

Full support (do everything)

Other type of support

80
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2.4.3 Help to friends & neighbours

Participants were also asked about help that they regularly gave to and received from friends
and neighbours. Overall rates of both giving (16%, n=94) and receiving help (16.4%, n=96) from
friends and neighbours has increased in the six years since Wave 1. While this small increase is
to be welcomed, rates of both giving and receiving help from friends and neighbours still lag
behind rates for the older general population, previously reported by TILDA as 23% and 17%
respectively for giving and receiving help (Barrett, Savva, Timonen, & Kenny, 2011). Looking at
differences between cohorts within the IDS-TILDA Wave 3 sample, we can see from Figure 2.12
below that male respondents were more connected with friends and neighbours in this way
than female respondents.
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Figure 2.12 Help to/from friends and neighbours by gender, age, level of ID and residence (Wave 3)
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The most significant differences related to type of residence and level of ID, where people
living in independent/family settings and those with mild ID were most involved in giving and
receiving help, with substantially higher rates than those living in group homes or institutions
and those with moderate to profound levels of ID. With regard to age, there was little difference
in rates of either giving or receiving help.

2.4.4 Friendship quality

Wave 3 saw the addition of new questions designed to assess the quality of friendships that
older people with ID have. This included two scales on the closeness (Bukowski, Hoza, & Boivin,
1994) and intimacy (Mendelson & Aboud, 1999) of relationships that respondents reported

with their best friend (see section 2.3.2.1 above). Both scales were adapted to simplify the
available response options following piloting of questions new to Wave 3. The adapted scales
each had three response options to five separate statements about respondents’ relationship
with their best friend. Each statement resulted in a score of 1 (not at all), 2 (a little) or 3 (a lot).
Table 2.3 below shows analysis of the mean scores of respondents. Because the scales have
been adapted we are unable to compare the absolute scores here to the general population.
However, the mean scores overall suggest that the relationship respondents had with their
best friends was both close and intimate (between ‘a little’ and ‘a lot’). When comparing mean
scores of different cohorts within the sample, female respondents scored higher on both scales,
indicating better quality relationships than male respondents. Differences with respect to age
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appeared small, yet it was interesting that the group aged 65 years and above scored highest
on both scales. There appeared to be a pattern in relation to level of ID and friendship quality,
where respondents with severe/profound ID had significantly lower scores than those with
mild and moderate levels of ID. With respect to residence, people living in institutional settings
scored lowest on both scales (although matched the score of people living in group homes on
the closeness scale). Clearly, findings about friendship quality require more in-depth analysis
and future papers will address this.

Table 2.3 Mean friendship quality scores by gender, age, level of ID and residence (Wave 3)
Friendship Closeness

(n=198)
Mean [95% CI]

Friendship Intimacy (n=177)

Mean [95% ClI]

Male 2.65[2.53-2.75] 2.25[2.08-2.43]

40-49 years 2.61[2.34-2.80] 2.47[2.25-2.89]

65+ years 2.69[2.64-2.85] 2.58[2.42-2.75]

Moderate ID 2.65[2.56-2.73] 2.42[2.31-2.57]

Independent/Family 2.73[2.59-2.81] 2.41[2.16-2.59]

Institutional 2.65[2.54-2.78] 2.32[2.20-2.63]

2.5 Engagement in social and community activity

2.5.1 Social and leisure activities

The number of respondents who reported that they engage in some kind of social or leisure
activity remained very high. Rates of participation in all but one specific social or leisure activity
increased quite substantially between Waves 1 and 3. Figure 2.13 below shows changes in

rates over the course of the study, and illustrates the large and varied range of activities that
respondents engaged in. A majority of respondents identified twelve activities in which they
engaged; while the most common activities were again going out for coffee, eating out, and

going shopping.
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Figure 2.13 Social and leisure activities (Waves 1 & 3)
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In Wave 3 we found that while the rate of doing social and leisure activities increased from Wave
1, the proportion of respondents who did these activities in their local community actually
decreased. When we examined the setting for the social activities that respondents engaged in
(i.e. local community, ID service, or both), we found that respondents did all but three activities
mostly within their local communities. Up to a third of respondents did activities in both their
local community and ID service settings; and when both settings are included a majority of
respondents did all activities within their local community setting. Looking at changes since
Wave 1 (Figure 2.14 below) we can see that across all comparable activities there has been a
drop in the proportion of respondents who reported doing these activities solely in their local
community. In the majority of cases the fall in rates is fairly substantial. This may be a worrying
trend, and one which goes against the policy push towards greater community integration.
Quite possibly this trend is specific to this particular cohort and related to the ageing sample;
however, it also comes within a context of increased social activities in general amongst
respondents. Further analysis in future papers is required to better understand the significance
of these changes between Waves 1 and 3.
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Figure 2.14 Social and leisure activities done solely in the local community (Waves 1 & 3)
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2.5.2 Membership of organisations

While the rate of membership of organisations, clubs and societies has increased slightly from
43.6% (n=304) in Wave 2 to 44.3% (n=269) in Wave 3, this remains down overall on the 47.0%
(n=354) rate of membership reported at Wave 1. There have been a number of changes with
regard to the most popular organisations amongst respondents. Whereas in previous waves
Special Olympics was the most popular organisation, with 19.3% (n=145) membership in Wave
1, this has fallen to just 11.0% (n=67) and was only the fourth most popular organisation in Wave
3. The most popular organisations to be members of in Wave 3 were: ‘Sports, Social or Leisure
Club’, ‘Arts or Music’ and ‘Advocacy Group’.

2.5.3 Community belonging

As reported above, we continued in Wave 3 to examine rates of participation in social activities
and group membership, to give an indication of the degree of community participation amongst
respondents. However, in Wave 3 we also sought to determine the degree to which respondents
felt they were a part of their local communities. As such, to assess community belonging,
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participants were asked to name their local community and if they felt they were part of that
community. In response, 42.4% (n=247) said they feel part of their community ‘a lot’and a
further 36.4% (n=212) said ‘a little’. This means that almost four out of five respondents felt
part of their local community to some degree, while around one in five (21.1%, n=123) did not
have this feeling of belonging. When we look at sub-groups within the sample (Figure 2.15) we
can see that the biggest differences related to type of residence and to level of ID. Respondents
with severe-profound levels of ID and those living in institutional settings were less likely to feel
that they belong to their local community. While there was no clear pattern regarding age and
overall feelings of belonging, we can see that a distinct decrease in strong feelings of belonging
as age increases (i.e. those who said ‘a lot’).

Figure 2.15 Community belonging by gender, age, level of ID and type of residence (n = 582)

0% 10% 20%  30%  40% 50% 60% 70% @ 80% 90%  100%

VeI B

Female |1
40-49 years
50-64 years
65+ years
Mild ID
Moderate ID
Severe-Profound ID
Independent/Family
Group Home
Institutional
TOTAL

mAlot% mAlittle% Notatall %



Evidence from the first Ten Years of The Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing (IDS-TILDA)

2.5.4 Technology and social media

The potential for using technology and social media to enhance the social and community
participation of older people with ID has been an untapped resource, as reported in previous
waves. Wave 3 shows little change in the rate of engagement with these technologies, with
the majority remaining excluded. Around a quarter (26.2%, n=158) reported owning a mobile
phone, which has increased only marginally since Wave 1 (22.8%, n=172); while around one

in six of these (16.7%, n=26) said that they don’t actually use their phone. Just over one third
(34.9%, n=210) reported that they had access to a computer, tablet or smartphone, which was
largely unchanged since Wave 2 (35.6%, n=246). However, it appeared that most of these used
their device infrequently - with just one in five (19.5%, n=41) reporting that they used it ‘most
of the time’, 41.4% (n=87) using it ‘sometimes’, and almost two in five using it either ‘rarely’
(17.1%, n=36) or ‘never’ (21.9%, n=46). Thisis reflected in the small number who reported
using the internet and/or email (12.3%, n=75), even though this has risen marginally through
Wave 1 (7.3%, n=55) and Wave 2 (10.5%, n=75). A key reason for this lack of engagement with
technology is apparent when we consider the degree of difficulty using technology reported by
participants. Three-quarters of respondents (75.3%, n=447) said that they had difficulty with
computers in general; although encouragingly this has dropped from 87.4% (n=589) in Wave 2.
However, when asked about performing more specific tasks with a computer, higher rates of
difficulty emerged.

Table 2.4 shows that, while there have been some improvements in the rates of ability to
perform specific tasks, a large majority of respondents are still unable to perform each task, and
the greatest difficulty is in using social media, such as Facebook and Twitter, that may be used

to maintain or develop social networks.
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2.5.5 Difficulties engaging in social and community activity

Following on from previous waves, participants were again asked about difficulties they had
with social and community participation. Respondents identified difficulties they experienced,
firstly, in participating in social activities outside their home and, secondly, in getting around
their community. Overall, the rate of difficulty participating in social activities outside the

home has continued to increase as the sample ages. At Wave 1, slightly over half reported such
difficulties (51.6%, n=382); this has increased to 55.5% (n=331) at Wave 3. If we examine rates for
different groups within the sample we can see the most significant differences relate to level of
ID and type of residence. Respondents also identified specific difficulties that they have in doing
social activities outside their home. Figure 2.16 below illustrates the most common difficulties
reported at Wave 3 and how these have changed since Wave 1.

Figure 2.16 Most common difficulties participating in social activities (Waves 1 & 3)
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Note: Error bars correspond to 95% confidence intervals; Wave 1 n =382; Wave 3 n =331

Needing assistance remained the most common difficulty, cited by seven out of ten
respondents; while physical ability and health remained the second most common difficulty,
with an increased rate up to almost half of all respondents. Increases in both of these may
reflect the ageing of the sample between Waves 1 and 3. There has been a drop in that period

in the proportion who cite transport services as a difficulty, and an increase in those citing a
dislike of social activities. A new category added to Wave 3 [recoded from ‘other’ responses] was
mental health (e.g. anxiety in social spaces) and/or challenging behaviours, cited as a difficulty
for more than one in ten respondents.
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When participants were asked if they experienced any difficulty getting around their
communities, they had three possible response options: yes; no; not applicable, don’t travel
around my community. Figure 2.17 below shows that the rate of respondents who reported no
difficulty has increased slightly overall since Wave 1. In the same period, the rate of respondents
who said they do experience such difficulty has dropped by 10%. However, at the same time,
the corresponding proportion of respondents who said that they don’t travel around their
community has increased by 7.5%, which is very concerning and requires further investigation
to examine the profile of these individuals. On the whole, however, it is to be welcomed that
more of this ageing sample can travel around their community without difficulty.

Figure 2.17 Difficulty travelling around one’s community (Waves 1 & 3)

B Wavel "Wave3

No difficulty Yes (have difficulty) N/A (don’t travgl ?round
community

Note: Error bars correspond to 95% confidence intervals; Wave 1 n = 744; Wave 3 n = 596

2.5.6 Transport

The most common mode of transport used by respondents in Wave 3 was ‘Driven as a passenger
by service staff’ (88.9%, n=498), followed by ‘Taxi/hackney’ (41.1%, n=202) and ‘Driven as a
passenger by family’ (37.6%, n=184). While a slight change in the question means that the
figures are not directly comparable between waves, we do know that these most commonly
used modes of transport have not changed since Wave 1. As such, when it comes to transport,
respondents remain largely dependent on other people to travel around, most notably service
staff and family members. This contrasts with the pattern of transport use amongst the general
older population as reported by TILDA, in which 74% of those aged 50 years and above reported
driving regularly, and 39% reported travelling as a passenger in a car (Donoghue et al., 2017).
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Comparing all forms of bus transport used with being driven as a passenger by anyone (staff,
family or friends), we can see the dependence older people with ID have on others. In Wave 3,
92.7% (n=523) were driven as a passenger (just one person reported driving themselves), while
just 29.7% (n=145) used any form of bus transport. And this has changed only marginally from
Wave 1, with just 2% more using buses now and just 2.1% fewer being driven as a passenger.

In addition, when using public forms of transport, substantially more reported using taxis/
hackneys (41.1%, n=202) than using relatively less expensive bus transport. Just over a quarter
of respondents felt that there was a shortage of transport facilities in their area (26.5%, n=118),
a decrease of 11.2% since Wave 1 (37.7%, n=244). A similar proportion felt that a lack of
transport facilities in their area affected their lifestyle (25.2%, n=111), and that they would like
to use more public transport (26.7%, n=106).

2.5.7 Daily occupation

A new series of questions explored what respondents did during the day and at weekends.
Participants were asked about the previous day’s activities, and if what they had done was
actually what they wanted to do. The vast majority (96.4%, n=556) said that the activity they
described was what they wanted to do. So, regardless of the activity, it appears that the vast
majority of people were able to engage in daily activity that they wanted to engage in. We also
asked participants how many days in the last week they had stayed at home all day -i.e. had
not left the house. Half of respondents (50.0%, n=294) reported that they had not spent any
full days at home in the previous week (i.e. had been outside every day), and a further 17%
(n=100) had spent just one full day at home. This means that over two-thirds of respondents
(67.0%, n=394) spent at most one entire day at home. At the other end of the scale, 15.8% (n=93)
reported that they had spent most of the week (i.e. 4 days or more) at home all day; while 6.1%
(n=36) had not left the house at all in the previous week. Respondents who had spent at least
one day at home were probed as to why they had not left the house on those particular days.
The most common reason for staying at home all day was personal choice (43.0%, n=125). This
was followed by 28.9% (n=84) who cited staff/resource issues, while around onein ten (11.7%,
n=34) had not left the house due to ill health (Figure 2.18).
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Figure 2.18 Reasons for not leaving the house (n =291)
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While personal choice was the most common reason, for not leaving the house, of concern are
the other reasons cited such as staffing and resource issues. Further analysis will be needed to
explore this data in more detail, with a particular emphasis on those who had spent most of
the week, and in some cases the entire week, without leaving their home. Respondents were
asked to describe in detail what they had done the previous day and also during the preceding
weekend. Analysis of this rich source of qualitative data in future papers will provide a more in-
depth picture of activities that older people with ID engage in on a daily and weekly basis.

2.6 Discussion and conclusion

Data collection for Wave 3 of IDS-TILDA took place approximately six years after the introduction
of deinstitutionalisation policy in Ireland (Health Service Executive, 2011), and a similar period
since the introduction of a range of other policies (Department of Health, 2011, 2012; Health
Service Executive, 2012) which, collectively, may have and will have a huge bearing on the social
and community participation of older people with intellectual disabilities. However, it proved
difficult to determine if there has been any impact on participation as a result of this policy
shift. More in-depth analyses are required to properly assess the impact of changing policies

on the lives of older people with ID. Any rise or fall in rates of participation reported here

could potentially be influenced by recent policy changes, including transitions to community
residences. Changes could also be due to other influences, such as the ageing of the IDS-

TILDA sample, or the possibility that surviving participants were already more socially active
than others who have passed away or withdrawn from the study. As such, more definitive
conclusions may only be drawn after fuller analyses of all these factors.
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Differences compared to the general older population in the structure of family networks

of older people with ID were previously identified (reference Wave 2 report). In particular, a
reliance of older people with ID on siblings and their families, as well as on paid support staff,
was noted with regard to family contact, social activities and social support. This reliance
persisted in Wave 3, in particular as the sample aged and more participants lost parents and
other close family. Additional analyses of Wave 2 data further identified associations between
proximity of family and frequency of family contact (McCausland et al., 2017), and between
family contact and participation in social activities (McCausland, Brennan, McCallion, &
McCarron, 2016a). As such, the decrease in rates of people living in close proximity to their
family found at Wave 3 may further negatively impact future family contacts and social activity.
However, respondents continued to have the highest rates of frequent contacts with their
mothers and fathers; but fewer amongst this ageing population still had living parents, and this
trend will inevitably continue as they age. A concern for the future is that many older people
with ID lose the people with whom they have their most frequent social contacts, and this may
have a knock-on effect on their social participation more broadly and overall quality of life.

Friendships and relationships, and specifically relationships which entail an element of
reciprocity and interdependence, are the fundamental basis of community (D. McCausland,
Brennan, McCallion, & McCarron, 2016b). It is not surprising, therefore, to find that respondents
with the greatest restrictions with regard to friendships also had the lowest rates of community
belonging. This may be further evidenced when we consider the findings with regard to
measures of giving support and help to family, friends and neighbours. Given the consistency
with which people with ID were found to have the lowest rates of participation, it seems clear
that interventions are required to address their pervasive exclusion.

There were findings of continuing family relationships and friendships with other people with
an intellectual disability, with staff and with people outside the home. There were also findings
of continued difficulty engaging socially and travelling around local community, of continued
dependence on others particularly staff for transport, and of many participants not leaving
their house for significant periods. Taken together the findings offer hope for improved social
engagement but also paint a picture of continued struggle for people with ID to participate
socially and in community, particularly when compared to the general older population.
Implementation of policies of deinstitutionalisation and community living must be continued
and expanded if there are to be additional improvements in the community integration and
overall quality of life for older people with ID. This is something that IDS-TILDA will continue to
monitor as policy evolves and is further implemented.
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Physical Health

Prevalence and incidence of chronic
health conditions across 10 years

3.1 Key findings
« Participants continued to positively appraise their own overall health.

e Thereis a noted increase in chronic health conditions between Wave 1 and Wave 3.

+ Doctor’s diagnosis of osteoporosis at 21%, had increased three-fold since Wave 1; but
remained lower than objectively measured osteoporosis at 42% reported in Wave 2.

+ Reported diagnosis of constipation increased from 17.3% in Wave 1 to 43.5% in Wave 3, with
women presenting with higher prevalence (48.8%) than men (36.8%).

+  Objectively measured overweight and obesity increased from 66% in Wave 2 to 79.7%
in Wave 3 meaning it was now similar to rates reported by TILDA for the general older
population.

+ Despite these increases in obesity 63.7% considered themselves just the right weight.

+ Falls remained high at 27%, with 15.9% reporting =2 falls and 12.5% reporting injurious falls,
slightly higher than reported in TILDA.

«  Polypharmacy remained high in Wave 3 at 39.5% and excessive polypharmacy (5-9
medications) at 32.7%. In addition 47.4% of those taking 3-4 medications at Wave 2 had
progressed to polypharmacy at Wave 3.

« InWave 3, 28.3% (n=171/603) of participants reported that they had no teeth at all, with
50% of those aged 65+ reporting no teeth at all.

«  When total tooth loss occurred, 67.8% did not receive prosthetic dentures to restore
function. In comparison, only 5.3% of the TILDA Wave 3 sample without teeth was without
dentures.

+  Prevalence of eye disease rose from 15.7% to 19.5%, with cataracts presenting as the
most prevalent eye disease at 15.9%. It was found that prevalence of cataracts was higher
in people with Down syndrome and at a younger age than those with ID from other
aetiologies.

« InWave 3, 35.5% of people with Down syndrome had a doctor’s diagnosis of dementia,
which rose from 15.6% in Wave 1.

« Dementia screening within the last two years rose from 14.5% in Wave 1 to 30.5% in Wave 3
for all and for people with Down syndrome from 13.9% in Wave 1 to 61.4% in Wave 3.
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3.2 Introduction

This chapter explores the prevalence and incidence of chronic health conditions over the last

10 years among those participating in the IDS-TILDA study. It includes the reported diagnoses
from doctors and results from the mini-home health assessment, that is the objective measures
carried out in the home (See Chapter 6 Methodology), and compares these, where available,
with results from the general population study TILDA (McGarrigle et al., 2016).

3.3 Self-reported health

Similar to previous waves, people were asked to rate their health from excellent to poor. Similar
to Wave 1, across the age groups the majority of people continued to rate their health in the
‘good health’ categories. Those in the older age categories (50-64 and 65+ years) reported their
health as ‘very good’ to ‘excellent’, slightly higher than those aged under 50 at 45.9% and 45.8%
versus 41.7% respectively. At Wave 1 there was a stronger affirmation of excellent health among
those below 50 years.

3.4 Chronic health conditions

Wave 3 continued to examine chronic health conditions including the rates of obesity, metabolic
risk factors, constipation, osteoporosis, falls, eye disease, sensory impairment, gastrointestinal
disease, dementia, epilepsy, oral health and polypharmacy.

3.4.1 Obesity, metabolic risk factors and cardiovascular health

Obesity is more prevalent among the intellectual disability population (Bradley, 2005), and a
major determinant of chroniciill health as one ages (Patterson, Moore, Probst, & Shinogle, 2004).

3.4.2 Objectively measured weight

Levels of measured overweight and obesity increased from 61 % in Wave 2 to 79.7 % in Wave

3, and now equals rates reported by TILDA for the general population at 79% (Leahy, Nolan,
O’Connell, & Kenny, 2014). Higher levels of overweight and obesity were identified in those
aged 50-64 years at 80.6% compared to 77.6% in those 65 years and over. Those with a mild/
moderate level of intellectual disability presented with greater levels of obesity at 87.5% versus
64.3% for those in the severe/profound disability. Females had higher prevalence of overweight
and obesity compared to males at 83.1% versus 75.9% respectively. And consistent with Wave 1,
females with a mild level of intellectual disability showed the highest levels of overweight and
obesity at 89.1% (n=49). Figure 3.1 for weight status stratified by gender and age.
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Figure 3.1 BMI stratified by gender and age

| m<50 50-64 ~ 65+

Male Female

Underweight Normal Overweight Underweight Normal Overweight

Note: n=389; Missing Obvs = 220; Error bars correspond to 95% confidence intervals

3.4.3 Self-perception of weight

Approximately a third of those who were overweight or obese perceived themselves as being
in this category with the majority, 63.7% perceiving themselves as just about the right weight

(Table 3.1). For those who self-reported their weight and had their weight objectively measured
n=272.
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3.4.4 Examining waist circumference

Waist circumference is an indicator of overall body fat and is commonly utilised as an indicator
of risk for cardiovascular events (Lee et al., 2016). For the purposes of this study the WHO
indicators and cut-off points for increased and substantially increased risk of metabolic
complications were used (Table 3.2). IDS-TILDA included waist measurement in the full suite of
health assessments in Wave 2 and as part of the mini-home health assessment in Wave 3.

Table 3.2 World Health Organisation indicators and cut-off points (WHO, 2011)

Indicator Cut-off points Risk of metabolic complications
Male Female

Waist circumference >94 cm >80 cm Increased

Waist circumference >102 cm >88 cm Substantially increased

The majority of participants fell within the substantially increased risk of metabolic
complications with females continuing to be at greater risk than males (Figure 3.2).

Figure 3.2 Comparison of waist circumference risk of metabolic conditions Wave 2 to Wave 3

B Normal M Increased Substantially increased

100 g A AR AR R AR AR RN N AR RN RN RRARARRRNRE ke ea s e e e e e e e e A e A RN e R RN n e R n e nn

Male Female Male Female

Note: Wave 2 n = 514; Missing Obvs = 239; Wave 3 n = 346; Missing Obvs = 263;
Error bars correspond to 95% confidence intervals

The waist measurements were then compared with those from the general population with data
yielded from TILDA (Nolan, Newman & Donoghue, 2016) (Figure 3.3). People with an intellectual
disability were at substantially increased risk of metabolic conditions compared to the general
population at 74.9% versus 54% respectively.
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Figure 3.3 Comparison of waist circumference risk of metabolic conditions between TILDA
and IDS-TILDA Wave 3

B Normal ™ Increased Substantially increased
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TILDAWS3 IDS-TILDA W3

Note: n=346 IDS-TILDA error bars correspond to 95% confidence intervals

3.4.5 Cholesterol

Unlike the TILDA study, which drew blood samples and measured cholesterol levels, IDS-TILDA
asked participants to report from their medical files their doctor’s diagnosis of high cholesterol.
Overall, 36.5% (n=220) reported high cholesterol which was lower than that reported by

TILDA for the general population at 41% (Nolan et al 2016). In Wave 3, 93% (n=506) reported
having had a blood test for cholesterol within the previous two years. Women presented with
higher levels than men; 41.5% versus 30.2% respectively (figure 3.4). Of those who had high
cholesterol, 68.7% (n=189) were taking medication to control their cholesterol, and 57.8%
(n=159) reported that they had made lifestyle changes to address their high levels.

Figure 3.4 High cholesterol between Wave 1 and Wave 3 by age and gender

B Wavel Wave 2

<50 50-64 65+ <50 50-64 65+

Note: Wave 1 n =747; Missing Obvs = 6; Missing Obvs = 5; Error bars correspond to
95% confidence intervals
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3.4.6 Hypertension

In Wave 3 participants were asked if they had a doctor’s diagnosis of hypertension.
Hypertension was defined as a mean systolic blood pressure of above 140 mmHg. Similar

to Wave 1, the prevalence of hypertension was 18.7% with an incidence rate of 3.3% since

the second wave. The prevalence of hypertension continued to be lower than objectively
measured hypertension reported by TILDA at Wave 3, 18.7% versus 40% respectively (Murphy
et al, 2015). In Wave 2 of IDS-TILDA there was very little difference between doctor’s diagnosis
and objectively measured hypertension at 17.5% versus 18.1% (McCarron et al., 2014). In
total, 19.9% of females and 17.2% of males reported hypertension. Of note is that prevalence
increased with age, with 6.9% (n=5) reporting hypertension under the age of 50 years, 16.2%
(n=61) between 50 and 64 years, and 30.1% (n=47) with hypertension over the age of 65. What
is notable is that females in the younger and middle age groups presented with slightly lower
prevalence of hypertension than males. However, as can be seen in Figure. 3.5 below, by the age
of 65 years and over the prevalence of hypertension among females far exceeds that of older
men, 34.8% versus 23.4% respectively.

Figure 3.5 Doctor’s diagnosis of hypertension stratified by gender and age

B Male © Female

50_. .............................................................................................................................................................................................................................

40_ ............................................................................................................................................................................................................................

35_ .........................................................................................................................................................................................................................

<50 yrs 50-64 yrs 65+ yrs

Note: n = 604; Missing Obvs = 5; Error bars correspond to 95% confidence intervals
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3.4.7 Diabetes

Overall, the prevalence of diabetes was 9.3%, a slight increase from the 8.2% reported at Wave
1 of IDS-TILDA. An overall incidence of 1.8% was found between Wave 2 and Wave 3. The
prevalence of diabetes was higher in females at 11.3% compared to males at 6.7% which was
a similar trend to that observed at Wave 1 of the study. This contrasts to general population
findings where the prevalence of diabetes was higher in males than females at 12% versus

7% respectively (Leahy et al., 2015). Similar to the general population, there was a strong
relationship with increasing age, with a prevalence of 12.2% in those aged 65 years and over
versus 1.4% in those under 50 years.

Considering levels of intellectual disability, for those with a mild level of intellectual disability,
12.5% were diagnosed with diabetes compared to 10.9% of those with a moderate level and
4.9% of those with a severe/profound level of intellectual disability.

3.5 Changes in other chronic health conditions

Earlier reports have suggested that, compared to the general population, people with
intellectual disability tend to have higher prevalence of chronic health conditions and the
patterns of disease differ from that observed in the general population (Carey et al., 2016;
McCarron et al., 2013). There was evidence of these patterns continuing with an increase in
the prevalence of disease between Waves 1 and 3, Figure 3.6. Prevalence of epilepsy rose from
30.5% in Wave 1 to 35.7% in Wave 3. Of particular concern was the high prevalence of gastric
reflux which doubled between Wave 1 and Wave 3 from 7.8% to 16.3%, and osteoporosis
increasing three-fold from 8.1% to 21.6%. Nevertheless, doctor’s diagnosis of osteoporosis
appears low given that in Wave 2, on objective measurement of bone health, 41% met criteria
for osteoporosis (Burke, McCallion, Walsh & McCarron, 2016a). Of particular concern is the
increase observed in doctor’s reported diagnosis of chronic constipation. This increased from
Wave 1 to Wave 3 substantially, 17.3% to 43.5% respectively. These will be explored further
below.
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Figure 3.6 Changes in chronic health conditions between Wave 1 and Wave 3
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As outlined in Table 3.3, women presented with higher rates of chronic health conditions than
men, with osteoporosis and thyroid disease showing the greatest differences. Those in the older
age category presented with higher levels of gastro reflux, stomach ulcers and osteoporosis.
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3.5.1 Osteoporosis

Across all waves of data collection people were asked to report their doctor’s diagnosis of
osteoporosis. An incidence of 7.8% from prevalence of 21.6% at Wave 3.

Typically, older aged females presented with higher levels of the condition. Those with
intellectual disability are no different than those in the general population with an observable
age gradient noted. Of concern is that for women in the older age category (65+) the rates of
osteoporosis nearly doubled between Waves 1 and 3, from 25.4% to 44.6% (Figure 3.7). These
rates are similar to TILDA’s objectively measured rate of 45% for women over 65 years (Nolan,
Newman, & Donoghue, 2016); however, they are much less than those objectively measured at
Wave 2 for women over 65 years of 54.2%, using the same measuring device and technique as
TILDA (Burke, McCallion, Walsh, & McCarron 2016a) .

Figure 3.7 Proportion of adults with osteoporosis stratified by age and gender at Wave 1 and Wave 3
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Note: Wave 1 n =752; Missing Obvs = 1; Wave 3 n = 603; Missing Obvs =6
Error bars correspond to 95% confidence intervals

There was a notable increase in the prevalence of doctor’s reported diagnosis of osteoporosis
stratified by level of intellectual disability, especially for men across all levels of intellectual
disability, and particularly men with severe/profound where the prevalence increased over six
fold from 2.1% at Wave 1 to 13.9% at Wave 3. Figure 3.8 below.
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Figure 3.8 Prevalence of osteoporosis stratified by gender and level of intellectual disability
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This may have been influenced by the feedback about osteoporosis given to participants

and their carers after the Health Fair in Wave 2 with more people with intellectual disability
attending for DXA screening; with an almost four-fold increase of screening from 11.1% to 42.1%
between Waves 1 and 3, respectively. Overall, the number of those who have never had DXA
screening has decreased by 36.3%, from 83.3% at Wave 1 to 47.1% at Wave 3.

3.5.2 Falls and fear of falling

Wave 3 participants were asked if they had fallen in the previous 12 months and how often they
had fallen. All those reporting any fall in the previous 12 months were then categorised as non-
recurrent fallers (1 fall in previous year) or recurrent fallers (=2 falls).

There was a slight increase in falls prevalence in older adults with intellectual disability between
Wave 1 (26.7%) and Wave 3 (27.2%) (Table 3.4 below) with a slight increase in injurious falls by
participants with 12.5% sustaining an injury from a fall in Wave 3.
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Table 3.4 Prevalence of recurrent falls and injurious falls at Wave 1 and Wave 3

IDS-TILDA Wave 1 TILDA Wave 1 IDS-TILDAWave 3  TILDA Wave 3

n 753 4788 608 4398
Any fall (%) 26.7 21.1 27.2 25.8
Recurrent fall (%) 14.6 7.7 15.9 11.1
Injurious fall (%) 13.2 7.7 12.5 12.1

Recurrent falls were more likely to be reported by participants aged 50 years and older, with
17.3% of 50-64 year olds and 14.7% of those aged 65 years and older experiencing two or more
falls in Wave 3 (Figure 3.9). There was a slight difference in the prevalence of recurrent falls
across gender with 17.1% of men with an intellectual disability experiencing recurrent falls,
compared with 15% of women with an intellectual disability. Those with a severe/profound
level of intellectual disability also reported higher rates of recurrent falls (20.9%) when
compared with those with mild and moderate levels (10.8% and 15.8% respectively).

Figure 3.9 Prevalence of recurrent falls and injurious falls at Wave 3 by age,
gender and level of intellectual disability

H Recurrent Injurious

i e e L L EEL L LR T

7L R e e -

T T T T T T

\@ \¢ 8 & &
< Q \ > &
@0 QK
&
©
(,)Q;

Note: n = 609; Missing Obvs = 0; Error bars correspond to 95% confidence intervals
There were only slight differences across gender for injurious falls, with 11.9% of males and

12.9% of females reporting an injury as a result of a fall. Those aged 65 years and older were
more likely to experience an injurious fall (17.9%) than those in the younger age categories
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and 14.7% of those with a moderate level of intellectual disability reported an injurious fall,
compared with 7.2% of those with a mild level and 12.9% of those with severe/profound level of
intellectual disability.

3.5.3 Fear of falling

A shortened version for the Falls Efficacy Scale - International (FES-1) (Yardley et al., 2005),

was used to measure fear of falling (FOF). Participants were asked whether they were not at

all concerned, somewhat concerned, fairly concerned or very concerned about falling when
undertaking seven activities; getting dressed/undressed, taking a bath/shower, going up or
down a slope, getting in/out of a chair, reaching for something above head height or on the
ground, going up/down stairs and going out to a social event such as a religious event, family
gathering, club meeting. Considerable levels of fear of falling (FOF) were reported across all
activities, with 65.1% (n=168) of participants reporting being somewhat, fairly or very concerned
about going up or down a slope (Figure 3.10). Almost 60% of participants reported that they
were concerned about falling when going up or down stairs. A further 50% of participants were
concerned about falling when taking a shower or bath, with over 50% reporting concerns about
falling when attending social events.

Figure 3.10 Fear of falling in Wave 3
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3.5.4 Constipation

In the first wave of the IDS-TILDA study 17.3% (n=130) reported a doctor’s diagnosis of chronic
constipation. By Wave 3 reported diagnosis had increased almost two and half times to 43.5%
(n=262). Overall, women reported higher levels of constipation than men at 48.8% versus 36.8%
respectively. Generally, men presented with lower levels of constipation across the age groups
compared to women. Those women in the older age group (65 years+) presented with the
highest levels at 54.3% (figure 3.11).

Figure 3.11 Levels of constipation in Wave 3 by gender and age

BWavel " Wave2

Male Female

<50 50-64 65+ <50 50-64 65+

Note: Wave 1 n = 752; Missing Obvs = 1; Wave 3 n = 602; Missing Obvs = 7;
Error bars correspond to 95% confidence intervals

Levels of constipation were also found to increase with severity of level of intellectual disability
from 30.9% (n=42) for those with mild intellectual disability, 43.8% (n=112) for those with
moderate to 58.3% (n=98) for those with severe/profound level of intellectual disability. For
those who reported constipation at Wave 3, 74.5% (n=240) were taking medication to manage
the condition and 56.8% (n=183) reported they had made lifestyle changes to address the
condition. Of those with constipation, 37.6% (n=204) reported never having a normal stool
without the use of laxatives.

3.6 Sensory impairment

The prevalence of sensory impairment is observed at a greater extent among those with
intellectual disability compared to those in the general population.
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3.6.1 Visual impairment

Overall 21.2% rated their eyesight as poor compared to 15.9% in Wave 1, Figure 3.12.

Figure 3.12 Self-reported eye health

BWavel I Wave2

50

40

30

20

10

Fxcellent\Nlerni onnd Goond Fair/Poar

Note: Wave 1 = 716; Missing Obvs = 36; Wave 3 n = 586; Missing Obvs = 23;
Error bars correspond to 95% confidence intervals
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Prevalence of eye disease also increased between Wave 1 and Wave 3, with cataracts the most
common eye disease reported, Figure 3.13.

Figure 3.13 Prevalence of eye disease from Wave 1 to Wave 3
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Note: Wave 1 = 749; Missing Obvs = 4; Wave 3 n = 604; Missing Obvs = 5;
Error bars correspond to 95% confidence intervals
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Prevalence of eye disease was reduced from Wave 1 to Wave 3 for men in the 65+ year’s age
group from 27.3% to 21.9%. Prevalence increased across all age groups for women, Figure 3.14.
Itis also evident from Wave 3 that eye disease is presenting at higher rates for women than for

men.
Figure 3.14 Eye Disease by age and gender from Wave 1 to Wave 3
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Error bars correspond to 95% confidence intervals

Individuals with Down syndrome were found to be at higher risk of eye disease, particularly
cataracts and at a younger age than people with an intellectual disability from other aetiologies
(Figure 3.15 below).

Figure 3.15 Prevalence of cataracts in people with Down syndrome and with ID
from other aetiologies by age
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The majority of participants reported having an eye exam, with 61.7%, (n=373) having had an
eye exam within the previous year, with a further 23.6% (n=143) having been examined between
one to three years. Of those who did not have an eye exam in more than three years 7.4% (n=45),
when asked for reasons, 62.2% (n=28) reported that there was no need; 4.4% (n=2) said they did
not attend due to fear.

3.6.2 Hearing impairment

Overall, there was little change in self-reported hearing since Wave 1, with 59.3% (n=358) of
participants reporting excellent or very good hearing. When asked about their ability to follow
a conversation with four people, 45.5% reported no difficulty, while 14.1% (n=81) said that they
could not do so at all. Overall, 4.8% (n=29) reported wearing a hearing aid. Uptake of hearing
assessments was low; 38.9% (n=231) had not been for a hearing test in more than three years.
Of those who did not have a hearing test, 82.3% (n=190) reported that there was no need for

one.

Individuals with Down syndrome reported higher rates of self-reported poor hearing at 22.4 %
versus 4.8% than those with an intellectual disability from other aetiologies (figure 3.16).

Figure 3.16 Self-reported hearing people with Down syndrome and people with ID
from other aetiologies
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Note: n = 599; Missing Obvs = 10; Error bars correspond to 95% confidence intervals

3.7 Oral health

In Wave 3 of IDS-TILDA, 28.3% (n=171/603) of participants reported that they had no teeth at all
(Figure 3.17). This represented an increase of 3% since Wave 1, when the corresponding figure
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was 25.4% (n=191/751). In contrast, only 16.9% (n=1,115) of Wave 3 TILDA participants reported
total tooth loss, down from 17.7% in Wave 1(n=1,502), despite the TILDA sample being older.
When total tooth loss occurred, a large proportion of people with intellectual disability (67.8%
of IDS-TILDA Wave 3 sample without any teeth, n=116) did not receive prosthetic dentures to
restore function. Conversely, this did not occur among the TILDA Wave 3 sample where only
5.3% of those without teeth were without dentures (n=58).

Figure 3.17 Comparing the proportion reporting oral status in IDS-TILDA and TILDA
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As with the general population, tooth loss increased with age among participants with an
intellectual disability (MacGiolla Phadraig et al., 2015). Wave 3 further confirmed that the
frequency of total tooth loss increased with age; only 7.0% of people under 50 years were
edentulous, compared to 23.1% of those aged 50-64 years and 50.6% of those aged 65+ years.
The frequency of total tooth loss also increased across residential settings; 19.6% of those living
independently / with family were edentulous compared to 23.0% in community group homes
and 36.3% in residential care.

Self-reported oral health was almost identical in the TILDA and IDS-TILDA samples. IDS-TILDA
Wave 3 (the first point at which self-rated oral health was measured) saw 39.4% (n=237/601) of
participants reporting excellent or very good oral health (Figure 3.18). This compared to 39.5%
(n=2,607) in TILDA. Despite poorer oral conditions, people with ID were just as likely to be happy
with their oral health.
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Figure 3.18 Distribution of self-rated oral health Wave 3 TILDA v IDS-TILDA
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3.8 Medications

The IDS-TILDA study recorded the medications that participants take on a regular basis, such as
every day or every week. This included prescribed and non-prescribed medicines, vitamins and
supplements. The vast majority (97%) of IDS-TILDA study participants were taking medicines

at Wave 3. Polypharmacy is the concomitant use of between five and nine medicines or
vitamins/supplement and was reported by 39.5% of older adults with an intellectual disability
at Wave 3. Excessive polypharmacy is the concomitant use of ten or more medicines or
vitamins/supplements (O’Dwyer et al.,2016), and was reported by almost one-third (32.7%) of
participants at Wave 3, a small increase from 31.2% at Wave 2.

Changing patterns in the number of medications taken (for participants who participated in
both Wave 2 and 3, n=532) are shown in Table 3.5. Overall, medication use continued to increase
over time with most older adults with intellectual disability either staying in the same group,

or moving up one medication use category. For example, 47.4% of those taking between three
and four medications at Wave 2 had progressed to taking between five and nine medications
(polypharmacy) at Wave 3. Three in ten (30.7%) of those taking between five and nine
medications at Wave 2 were taking ten or more medicines (excessive polypharmacy) at Wave

3. However, 30.7% of those taking ten or more medicines at Wave 2 had transitioned back to
between five and nine medications at Wave 3.
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3.8.1 Frequently reported therapeutic classes

The change in most frequently reported medicines classes by IDS-TILDA participants between
Waves 2 and 3 were examined for participants who completed both Wave 2 and 3, and had
available medicines data (n=532). As may be seen in Figure 3.19, antipsychotics remained

the most frequently reported therapeutic class in the population, with 45.9% of participants
reporting use at Wave 3, a slight decrease from 48.7% at Wave 2. By Wave 3; 45.3% of
participants were taking anti-epileptics and 44.4% were taking laxatives.

Figure 3.19 Most frequently reported therapeutic classes at Wave 2 and Wave 3 (n=532)
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Based on 532 individuals who participated in both waves and had available medication data.

3.9 Cognitive health

3.9.1 Dementia
3.9.1.1 Prevalence and incidence of dementia

In all three Waves of IDS-TILDA, participants were asked if they had received a doctor’s diagnosis
of dementia or Alzheimer’s disease. Prevalence increased from 5.8% in Wave 1 to 9% in Wave

2. Prevalence rates have remained stable between Wave 2 and Wave 3, with Wave 3 prevalence
rates at 9.1% (n=55). Overall, there was an incidence of 4.7% (n=27) between Waves 2 and 3 in
the total population. Of these 27 people who received a new diagnosis of dementia between
Waves 2 and 3, 74% (n=20) had Down syndrome.
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3.9.1.2 ADLs and dementia

Of those who had a diagnosis of dementia in Wave 3 (n=55), difficulty with ADLs was examined
across the three Waves. As may be seen in Figure 3.20, ADL functions declined over the three
Waves, for activities such as dressing, bathing, eating, getting in and out of bed, and toileting.

Figure 3.20 Percentage of people with diagnosis of dementia in Wave 3 who reported ‘Cannot do at all’
for ADLs over the three Waves
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Note: n=55; Error bars correspond to 95% confidence intervals
3.9.1.3 Test for severe impairment

Judging deterioration over repeated administrations of the same measure is recommended to
understand decline (Hassiotis & Strydom, 2003). The Test for Severe Impairment (TSI) has been
found to be valid and reliable for use with people with an intellectual disability to measure
cognitive function and to measure decline over time (Tyrrell et al., 2001, McCarron et al., 2014,
McCarron et al., 2017). A decrease in score indicates a decrease in cognitive function.
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Scores on the TSI were also examined for those with and without dementia, where it was found
that, for those with a reported diagnosis of dementia in Wave 3, scores declined more from
Wave 1 than those without a diagnosis of dementia (Figure 3.21 below).

Figure 3.21 Difference in TSI scores in those with and without dementia
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Missing Obvs = 191; Error bars correspond to 95% confidence intervals

3.9.1.4 Dementia screening

Dementia screening overall rose from 14.5% in Wave 1 (n=58) to 30.5% (n=138) in Wave 3 and for
those with Down syndrome, from 13.9% (n=28) in Wave 1 to 61.4% (n=54) in Wave 3.

3.9.1.5 Dementia and Down syndrome

Of the 147 people with Down syndrome who began the study in Wave 1, 44.2% (n=65) received

a diagnosis of dementia. In Wave 3, 35.5% (n=38) of people with Down syndrome had a doctor’s
diagnosis of dementia, which rose from 15.6% in Wave 1. (Figure 3.22 below). This compared

to 3.4% (n=17) of those with intellectual disability from other aetiologies. The average age of
diagnosis of dementia for those with Down syndrome was 52.3 years compared to 65.5 for those
with intellectual disability from other aetiologies. Of those with Down syndrome who did not
have dementia (n=69), 29% (n=20) were <50, 68.1% (n=47) were between 50 and 64 and 2.9%,
(n=2) were 65+ years.
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An incidence rate of 22.5% (n=20) was found for this population between Waves 2 and 3, which
would equate to an incidence rate of approximately 7.5% per year. In the general population, it
is estimated that incidence of dementia is 2% for those 60 years and older (Satizabal, 2016).

Figure 3.22 Dementia prevalence across three waves
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Note: Wave 1 n = 752; Missing Obvs = 1; Wave 2 n = 705; Missing Obvs = 3; Wave 3 n = 604; Missing obvs = 5;
Error bars correspond to 95% confidence intervals

Twenty nine individuals with Down syndrome died between Wave 2 and Wave 3. Of these, 75.9%
(n=22) had a doctor’s diagnosis of dementia.

3.9.1.6 Epilepsy, dementia and Down syndrome

For those with Down syndrome, prevalence of epilepsy without dementia was low at 14.5%;
(n=10) however, among people with Down syndrome with dementia, the prevalence of epilepsy
rose to 54.8% (n=20).

3.10 Conclusion

This chapter has presented the changes in physical and cognitive health among the IDS-TILDA
population from Wave 1 to Wave 3, including prevalence and incidence, and comparisons with
the general population where possible. The most concerning issues were that obesity levels
were now equal those reported by the general population and constipation levels far exceeded
those reported in Wave 1. These are examples of health conditions in people with an ID that
are relatively modifiable with behaviour lifestyle changes and supportive health management.
The findings support that people with intellectual disability need and are not all receiving such
support to succeed in making needed changes especially as they age.
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Polypharmacy continued to be of concern and there was evidence that the rates have risen
across waves. Oral health also continued to be of concern with a key finding that fewer people
with intellectual disability receive restorative treatment than in the general population.

Falls were also higher than in the general population as was fear of falling with over 65%
reporting some level of fear especially regarding going up or down stairs. This has an impact
on the person’s independence. Service providers must consider potential for falls in planning
for movement to the community and falls are an area for further educational and other
interventions.

That IDS-TILDA has tracked the same individuals across 10 years has yielded rich data on health
conditions in this population. Despite the acknowledged limitation of reliance on self-reported
health conditions IDS-TILDA continues to add to the literature on the ageing process and health
experience of people with an intellectual disability, offering concrete evidence for increased
prevalence of chronic health conditions when compared to the general population and pointing
out both differences in prevalence for different health conditions and differential incidence of
key conditions such as dementia and cardiovascular disease. As community placement brings
more and more people with intellectual disabilities in contact with GPs, hospitals and other
health providers not trained in the unique concerns of people with intellectual disabilities this
data and the challenges it highlights is encouraging the redesign of health service provision and
health policy.
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Mental Health, Well-Being,

Vitality and Life Events

4.1 Key findings

« Prevalence of emotional, nervous and psychiatric conditions remain high, with almost 52%
of participants reporting having received a diagnosis.

+ Depression, anxiety and mood disorders were the main contributors to poor mental health.

+ Rates of depression and mood swings decreased from Wave 1 to Wave 3.

« Theincidence of newly-diagnosed mental health conditions, from Wave 2 to Wave 3, was
low at 2.0%.

« Those participants with Down syndrome reported fewer mental health conditions (26.2%)
than did those without Down syndrome.

« Participants who self-reported were more likely to rate their mental and emotional health
as excellent/very good/good (92.9%) than those with joint self/proxy (78.2%) or proxy only
(70.8%) responses. This represented the highest self-rating of positive mental health to date
across the three waves.

+ Prevalence of depression, as measured using the GDS-LD, was significantly higher than that
in the general population with 10% of participants reporting symptoms.

« There was no significant difference in prevalence of depression between those in
institutions (11.1%) and community group homes (11.3%).

« Prevalence of anxiety, as measured using the GAS-LD, was similar to that in the mainstream
population with 15.1% reporting symptoms. These were more frequently reported in those
living in community settings than in institutions.

« The mean score for the Energy and Vitality Index (EVI) was 68.3, similar to that of the general
population.
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4.2 Introduction

This chapter reports on the findings on mental health, well-being, vitality and life events

in Wave 3. A number of measures used in previous waves were repeated but this chapter

also includes data from new measures that provide more detailed and directed insight into
depression and anxiety. Data is presented in a descriptive manner drawing comparisons with
findings from other studies both for people with ID and for the general older adult population.

4.3 Mental health

Respondents who reported in Wave 2 that they had received a diagnosis from a doctor of

an emotional, nervous or mental health condition were asked in Wave 3 if they still had this
condition. Participants were also asked if they had received a new diagnosis since the previous
interview.

4.3.1 Reported diagnosis

The overall prevalence of mental health diagnoses in IDS-TILDA Wave 3 (51.9%) indicates little
overall change from Wave 1 (49.9%). Anxiety remained the most prevalent condition and rates
increased from Wave 1 to Wave 3 (Wave 1: 26.8%; Wave 3: 32.4%), followed by depression (Wave
1: 19.3%; Wave 3: 15.8%) and mood swings (Wave 1: 19.9%; Wave 3: 15.1%). This compares with
the TILDA finding that 13% of people experienced ‘case-level’ symptoms for anxiety (O’Regan et

al., 2011). Manic depression was the next most prevalent (Wave 1: 3.9%; Wave 3: 1.8%) (Figure 4.1).

Figure 4.1 Prevalence of emotional and psychiatric conditions Wave 1 & Wave 3
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All of these diagnoses, with the exception of anxiety, were found to have a higher prevalence in
women and, whereas the findings in Wave 2 showed increasing prevalence with advancing age,
Wave 3 findings showed greater variance (Figure 4.2). Those in the 65+ years category reported
a greater overall prevalence for mental health diagnoses (58.4%) but participants aged 50-64
years showed a slightly lower prevalence (49.2%) than those in the <50 years category (52.1%).
Overall, prevalence remained highest among those with severe or profound intellectual
disability (65.6%).

Figure 4.2 Prevalence of emotional and psychiatric conditions by age
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4.3.2 Persons with Down syndrome

The overall prevalence of mental health conditions reported amongst those with Down
syndrome was 26.2%, almost half of that reported for IDS-TILDA participants without Down
syndrome. This was also found in prior waves. Furthermore, 14.95% (n=16) of participants with
Down syndrome, who had a mental health condition, also had a diagnosis of dementia.

Overall prevalence of reported mental health conditions was greatest among those participants
with Down syndrome who lived in institutions (64.4%), followed by community group homes
(49.6%) and independently/with family (22.3%). Of these 40.9% (n=9) lived in institutions, 50.0%
(n=6) lived in community group homes and 25% (n=1) lived independently/with family. Findings
were similar when looking more specifically at the prevalence of reported anxiety, depression

and mood swings.
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4.3.3 Self/proxy rated emotional and mental health

Respondents and/or their proxies were asked to rate their perception of the participant’s
mental and emotional health on a five-point Likert scale with options ranging from poor to
excellent. A total of 592 valid responses were obtained, of which 113 were self-reports. Although
participants reported high prevalence of mental health conditions, more than three-quarters
rated their overall emotional and mental health as either excellent/very good (33.3%), or good
(44.3%). Rates have remained the same across all three waves with some increase in fair/poor
ratings in Wave 2 (Figure 4.3). However, the combined positive Wave 3 rating of 77.5% was lower
than the rate for the general population (90%) reported by TILDA (O’Regan et al., 2011).

Figure 4.3 Self-rated mental health Waves 1, 2 and 3
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As was noted in Waves 1 and 2, participants who self-reported were more likely to rate their
mental and emotional health as excellent/very good/good (92.9%) than those with joint self/
proxy (78.2%) or proxy only (70.8%) responses. This is the highest self-rating of positive mental
health to date across the three waves (Wave 1: 89.2%; Wave 2: 85.6%).

This favourable mental health rating was also reflected across the three age categories at 77.1%
(<50 years), 76.5% (50-64 years) and 80.3% (65+ years). This represented a small increase on

the findings in Wave 2. Differences were also noted based on living situation. Participants living
independently or with family were more likely to report positive mental health (91.3%) than
those living in community group homes (78.5%) and those in institutions (71.9%).

4.4 Depression

Depression was an important aspect of mental health in Wave 3 with 15.8% (n=95) indicating
that they had a diagnosis of depression, a figure significantly higher than the 5% reported by

TILDA for the general population (Canney et al., 2017).
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4.4.1 The Glasgow Depression Scale (GDS-LD)

The Glasgow Depression Scale for people with a Learning Disability (GDS-LD) was devised by
Cuthill et al. (2003) to support the assessment of depressive symptomatology in individuals with
an intellectual disability (ID). The assisted self-completion version is for use by individuals with
a mild to moderate ID. The GDS-LD is also available as a carer supplement (GDS-CS) version to
allow for reporting of direct observations (Hermans & Evenhuis, 2010).

4.4.2 Results

Total scores on the GDS-LD were obtained for 291 participants who either self-responded, or
responded assisted by a proxy. Of these, 10.0% (n=29) scored at or above the cut-off of 13,
indicating the presence of depressive symptomology. This was considerably higher than found
by TILDA in the general population (Canney et al., 2017). It should be noted that, whereas the
previously reported prevalence of doctor’s diagnosis of depression was 15.8% and the GDS-
LD showed only 10%, the former was based on clinical diagnosis and the latter on symptoms.
Of participants with GDS-LD identified symptoms, 18.5% also had a reported diagnosis of
depression from a doctor.

Slightly more women demonstrated depressive symptoms (10.6%) than men (9.1%) which is
lower than the 15.8% found in the study by Cooper et al. (2015) but similar to the findings of
Sheehan et al. (2015) of 11%. More participants with mild intellectual disability had identified
depressive symptoms (10.8%) than those with moderate (9.4%) or severe/profound (9.1%)
intellectual disability.

Whereas only 6.4% of participants living independently/with family had depressive symptoms,
it is interesting to note that there was no significant difference between those in either institu-
tions (11.1%) or community group homes (11.3%) (Figure 4.4).

Figure 4.4 Glasgow Depression Scale and living situation
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4.5 Anxiety

4.5.1 The Glasgow Anxiety Scale (GAS-LD)

The Glasgow Anxiety Scale for people with a Learning Disability (GAS-LD) was developed
by Mindham and Espie (2003) to support the assessment of anxiety in individuals with an
intellectual disability (ID). The 27 item self-rated scale covers domains of worries, specific
fears and physiological symptoms. Each item is scored as (0) -‘never’, (1) -‘sometimes’ and
(2) -‘always’. An easy-read version using symbols to assist interpretation was available to
respondents to support self-completion.

4.5.1.1 Results

Total scores on the GAS-LD were obtained for 291 participants who, as with the GDS-LD, either
self-responded, or responded with the assistance of a proxy. 15.1% of participants scored above
the cut-off of 15, indicating presence of anxiety symptoms. This is considerably lower than the
prevalence of anxiety as a reported diagnosis (32.4%), but it must be noted that the GAS-LD, like
the GDS-LD, focuses on symptoms, not clinical diagnosis. Of those with identified symptoms
41.9% also had a reported diagnosis of anxiety from a doctor.

Within the 50-64 year age group, 16.0% had anxiety related symptoms as did 15.3% of those

in the older 65+ year group and 9.4% of those under the age of 50 years (Figure 4.5). 16.5% of
women and 13.2% of men displayed symptoms as did 18.8% of people with mild intellectual
disability and 13.0% of those with moderate intellectual disability. No symptoms of anxiety
were recorded amongst participants with severe/profound intellectual disability. It is of interest
that participants living in community group homes were also more likely to experience anxiety-
related symptoms (17.7% n=25) than those living independently or in institutional settings,
15.4% (n=12) and 9.7% (n=7) respectively.
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Figure 4.5 Glasgow Anxiety Scale by age groups
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4.6 Energy and Vitality Index

As in Wave 2, a subset of questions was drawn from the 36-item Short Form Health Survey (SF-
36) (Burke et al., 2014, Ware et al., 1994). The four questions utilised comprise the Energy and
Vitality Index (EVI) subscale of the survey and explore respondent/proxy rated wellbeing over
the preceding four weeks. Responses were recorded using a 6-point Likert scale from ‘All of the
time’ to ‘None of the time’.

The EVI was completed by 598 participants. The mean score for all participants was 68.3 with

a slightly higher score for males (69.7) than females (67.7). Scores were also higher for younger
respondents (<50 years: 69.0; 50-65 years: 69.4; 65+ years: 65.3), for those with less severe levels
of intellectual disability (moderate: 69.9; mild: 69.7; severe/profound: 65.6) and in those living
independently or with family (independent/with family: 72.9; community group home: 70.8;
institutions: 64.6) (Figure 4.6).
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Figure 4.6 Mean Energy and Vitality Index by living situation
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The mean EVI score mirrors closely that of Wave 2 (67.2) and of the wider Irish population
(68.0), as reported in the 2007 Survey of Lifestyle, Attributes and Nutrition (SLAN) (Morgan et al.
2008). In Wave 2, it was noted (citing Ball et al. 2011) that vitality reports by proxies, tend to be
lower. This pattern was repeated in Wave 3, with a self-report vitality mean of 71.8, a self-report
assisted by proxy mean of 70.6 and a proxy-report mean of 65.7.

4.7 Life Events

Itis noteworthy that people with intellectual disability are reported to experience more
negative and multiple life events than those without intellectual disability (Hermans &
Evenhuis, 2012). Life events were assessed through the use of a 20-item checklist, based on
Herman and Evenhuis’s (2012) Life Events Scale. It looks back over the previous 12 months, and
includes items on relationships, living arrangements and bereavements, with the respondent
asked to provide her/his perception as to whether the event was positive, negative of neutral.

The results closely reflected those of Wave 2, with nearly two thirds of respondents (63.0%)
reporting more than one life event over the previous year, and 19.2% having experienced four or
more such life events (Figure 4.7).
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Figure 4.7: Number of life events (n=598)
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The most frequently reported events involved change of staff (65.9%), and particularly changes
in key-workers (31.1%). Other life events of note were bereavements of a friend (23.9%) and
having a new resident move into the living situation (18.7%). The significance of changes in the
social environment of participants is evident in both Wave 2 and Wave 3 results (Figure 4.8

Figure 4.8 Most prevalent life events
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The number of life events in the preceding 12 months may be associated with clinical diagnosis
of mental ill health (Cooper et al., 2007).
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4.8 Conclusion

This chapter has provided an overview of the mental health of older adults with intellectual
disability in Ireland. It has presented findings on the prevalence and incidence of reported
mental health diagnoses and has examined these in the light of previous data from Waves 1

and 2 of the IDS-TILDA study. Furthermore, it has explored the social and living contexts within
which people experience mental wellness/illness. In doing so, it also provides a dynamic picture
of how these older people’s mental health compares with that of other older Irish adults who do
not have intellectual disability.

Whilst there is limited data available on the overall prevalence of mental health diagnoses
across the older Irish population, it is known that anxiety and depression are significant in the
lives of older people generally. It appears, though, that older adults with intellectual disability
are experiencing poorer mental health than their counterparts without identified disabilities.
Anxiety and depression are major contributors, with depression, in particular, significantly more
prevalent. Of particular note here was the finding that the prevalence of depression amongst
those living independently and with family was less than that found amongst participants living
in other types of accommodation.

In this wave, two new measures, the Glasgow Depression Scale and the Glasgow Anxiety Scale
were introduced. They proved both feasible for use and reliable in administration and will be
useful in tracking changes in these conditions in subsequent waves

Mental health is often a result of the ability to balance stressors with coping abilities. The role
of the social environment in the lives of older adults with intellectual disabilities is becoming
significant across the study waves. Many participants identified a high number of stressful life
events over the course of the past year, including loss of relationships due to staff changes,
death, and the arrival of new residents. The environments in which people with ID live may be
quite unlike those of other older Irish people and the social connections may also be different.
The contribution of these factors to the mental health of older adults with intellectual disability
warrants ongoing consideration.
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Health Care Utilisation

5.1 Key findings

«  The majority of IDS-TILDA participants continue to access health services using a medical or
GP card.

« Private health insurance was low for people with an intellectual disability at 0.5% compared
with 35.0% reported for the TILDA population.

+ There was a trend for increased health service use demonstrated by increases in emergency
department admissions, GP use, outpatient appointments and hospital admissions.

+ There were increases in the percentage of participants reporting accessing health screening
services including prostate cancer checks and breast checks.

+  There was a much higher rate of flu vaccinations for the ID population (90.9% compared
with 47.5%) compared with the older general population.

5.2 Introduction

As people with intellectual disability age, health needs change with a greater need for health
services likely. Access and utilisation of health care is identified as a key health indicator for
people with intellectual disability (Ouellette-Kuntz, 2005).

This chapter reports on health care utilisation by IDS-TILDA participants. It examines the
medical cover status in terms of using a medical or GP card, and the extent to which private
health insurance is utilised. It examines patterns in use in the various health services that are
available and trends that have emerged over the 10-year period since IDS-TILDA began.
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5.3 Changes in service Use

5.3.1 Medical cover

As illustrated in figure 5.1, there was a slight increase in access to medical/GP cards among
IDS-TILDA participants across the three waves, with 93.9% of the sample reporting medical/GP
card use in Wave 3. In contrast, there was a drop in the percentage of participants reporting dual
(medical card and private health insurance) coverage.

Figure 5.1 Medical cover across three waves

BEWavel EWave2 = Wave3

Medical Card / GP Card Health Insurance ONLY Both None
ONLY

Note: Wave 1 n = 745; Wave 2 n = 695; Wave 3 n = 573; Error bars correspond to 95% confidence intervals

Access to private health insurance was almost non-existent among older people with ID and yet,
as reported by TILDA, 35% of the general older population were found to have private health
insurance. In contrast, almost all older people with ID had access to a medical or GP card,
compared with just under 40% of the general older population (Table 5.1).

Table 5.1 Medical cover status for participants aged 54 years and over

TILDA % IDS-TILDA% (n =386 )
Medical card/GP card 38% 95.3%
Private medical insurance 35% 0.5%
Dual cover 18% 3.1%
No cover 10% 1.0%
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5.3.2 Use of health services

Use of GP and outpatient services remained consistent from Wave 1 (Figure 5.2) and GP use
was similar to that reported for the general population - 95.8% compared with 91%. There was
a slight increase in emergency department visits from 20.1% in Wave 1 to 29.1% at Wave 3 and
this was higher than that reported by TILDA for the general population at 18%.

Similarly, hospital admissions rose from 11.1% in Wave 1 to 14.9% at Wave 3. However, rates of
hospital admissions at Wave 2 and Wave 3 were stable.

Figure 5.2 Health service use across three waves
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Note: Wave 1 n = 658; Wave 2 n =601; Wave 3 n = 589; Error bars correspond to 95% confidence intervals

GP use was consistently high across all ages of the ID population in both Wave 1 and Wave 3
(Table 5.2). Though there was a decrease in GP utilisation among the 65-69 years age group
between waves, there was an increase in both emergency department and hospital admissions
between 2014 and 2017 for this age group. The only age group among the ID population not
experiencing increased utilisation of emergency department services was the 60-64 years age

group.
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5.3.3 Health screening

Rates of flu vaccination were relatively stable across the three waves, with a slight decrease in
Wave 3 (90.9% down from 93.4% at Wave 2), and were substantially greater than for the general
older population as reported in Wave 3 TILDA, where 47.5% were reported to have had a flu
vaccination.

As illustrated in figure 5.3, there were increases in the percentage of participants reporting
accessing health screening services including prostate cancer checks (77.1% at Wave 3, up
from 55.7% at Wave 1) and breast checks (77.3% up from 60.2% at Wave 1). Smaller increases
in screening were found for cholesterol and mammogram checks. Findings here correspond
with the general older population trends of screening uptake increasing with age. Levels

of breast checks found among women with ID also were comparable with the general older
population. In Wave 3 of TILDA, 64.6% of older adult women in the general population reported
that they check their breasts for lumps regularly and 54.7% of older adult women in Ireland
reported that they had a mammogram since their last interview, comparable to 57.2% of IDS-
TILDA participants. Rates for cholesterol checks were found to be higher among IDS-TILDA
participants than for the older general population.

Figure 5.3 Health screening across three waves

B Wavel BWave2 Wave3

100
90
80
70
60
50
40
30
20
10

Prostate Cancer  Cholesterol test Flu vaccine Mammogram Check for breast
lumps

Note: Wave 1 n = 736; Wave 2 n=685; Wave 3 n =571; Error bars correspond to 95% confidence intervals
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5.3.4 Use of specialist health and social care services

GP services were used by 95.8% of Wave 3 participants. The next most frequently used health
and social care services were dental (65.6%), pharmacy (57.6%), optician (55.4%) and day
services (42.9%). As may be seen in figure 5.4, the rates were consistent across all three waves.

Figure 5.4 Use of specialist health and social care services across three waves
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Also to be seen in figure 5.4, are increases in the use between Wave 1 and Wave 3 for optician
services (55.4% up from 41.4% in Wave 1), public health nurse (15.7% up from 10.7%),
occupational therapy services (31.0% up from 22.1%), chiropody services (76.0% up from 62.5%)
and physiotherapy (35.4% up from 26.2%). Use of dental services at Wave 3 was 65.6%, up from
59.4% at Wave 2 which had been a drop from 63.2% at Wave 1.

5.4 Conclusion

This chapter provided an overview of the health care utilisation of older adults with an
intellectual disability in Ireland. Findings included that the majority of IDS-TILDA participants
continued to access health services using a medical or GP card and that private health insurance
use was low for people with an intellectual disability compared with the wider population.

As expected with an ageing cohort, there was increased health service use since previous

waves with increases in particular in emergency department admissions, GP use, outpatient
appointments and hospital admissions. As is true for the general ageing population planning for
health services for people with ID as they age means that health care providers must question
prior practices, face challenges of polypharmacy, deal with the consequences of prior decisions
regarding oral health and engage in proactive not just responsive health care delivery, Increases
in the percentage of participants reporting accessing health screening services, including
prostate cancer checks and breast checks and a greater uptake of flu vaccinations for the ID
population compared with the older general population offer hope for a prevention, not just

a treatment approach. The ongoing evolution of healthcare delivery will be a focus for future
waves for people with ID.
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Methodology

6.1 Key findings

« AtWave 1(2010-2011), IDS-TILDA recruited a random sample of 753 adults from the National
Intellectual Disability Database (NIDD) aged 40 years and over with an intellectual disability
living in Ireland.

« AtWave 3 (2016-2017), 609 of these respondents completed the Computer Assisted Personal
Interview (CAPI), while 594 (97.5%) of the Wave 3 respondents completed a pre-interview
questionnaire (PIQ).

+ The retention rate for Wave 3 was 86% (609 / 708); calculated as the percentage of
respondents who completed at least one element of Wave 3. Seventy percent of the attrition
was due to deaths.

+ Among the Wave 2 respondents who were alive at Wave 3, the response rate was 95.5%

« Interviews continued to be a mix of self-report and proxy interviews. Proxy interviews were
completed by family or staff.
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6.2 Wave 3 survey methodology

Details of sampling methods used in Waves 1 and 2 of IDS-TILDA have been reported
previously (McCarron et al., 2011; Burke et al., 2014). At Wave 3, interviews were sought from
all respondents who took part in any previous wave and who agreed to be contacted again. To
reduce respondent burden, prior answers in the physical health section in Waves 1 and 2 were
“fed forward” and confirmed, or updated, in Wave 3.

Data collection consisted of two components: a pre-interview questionnaire (PIQ) and a
computer-assisted personal interview (CAPI) which included three objective measures of
weight, waist circumference and upper mid arm circumference. The PIQ was sent a minimum of
seven days prior to the face-to-face interview. Topics covered in the PIQ included medications,
health service use and frequency, dietary information, and reported challenging behaviour.

The CAPI, completed in person, included questions (Figure 6.1) on health, social and family
circumstances, quality of life, and inter-personal relationships, and was administered by a
trained interviewer in the location of the respondent’s choice. This was usually a day service or
home setting.

Similar to Waves 1 and 2 a three-day comprehensive training programme was employed for all
field researchers as well as a follow up review day to solidify training. Consistent with previous
waves, field researchers had experience in the field of intellectual disability, were selected from
across the country and attended in full all training. In total, 24 field researchers undertook
training, with six return field researchers from previous waves. In addition to the training, an
extra dimension was included which consisted of independent advocacy review of techniques.
This consisted of an independent advocate (a person with an intellectual disability) reviewing
and assessing elements of the training programme and assessing the field researchers
administering these elements, which included gaining consent, administering the protocol and
engaging the person in the mini health assessment.
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Figure 6.1 IDS-TILDA Conceptual Framework
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6.3 Objective health measures

Three objective measures were collected in Wave 3. This included three of the objective

measures included in Wave 2 (table 6.1 below). These included, weight, waist size, and mid

upper arm circumference (MUAC) for all participants. Each field researcher received specific

training on administering these assessments and each was assessed for technique and

competency by an experienced health assessor.

Table 6.1: Objective health measures included in Wave 3

Assessment

Weight

Waist size

MUAC

Measure

Equipment

SECCA digital floor scales

SECCA tape measure

SECCA tape measure

Rationale

Obesity continues to present as a con-
cerning issue. Monitoring weight contrib-
utes to identifying arising issues

Used to calculate Body Mass Index (BMI)

Alternate method used to calculate BMI
for those who were immobile or were
unable to stand independently on the
scales.
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6.4 CAPI response rates

6.4.1 Reasons for attrition at Wave 3

Table 6.2 summarises the main reasons for non-participation at Wave 3. The most common
reasons were deaths which accounted for 70.7% of the attrition. A further 28 withdrew from the
study and one person was lost to follow up.

Table 6.2 Reasons for sample attrition

Reason N % 95%% CI
Deaths 70 70.7 (61.1-78.8)
Withdrawn 28 28.3 (20.4-37.8)
Lost to follow up 1 1.0 (0.2-5.5)
Total 99 100.0

Among the 638 Wave 2 respondents who were alive at Wave 3, the response rate was 95.5%
(609/638). Response rates for Wave 3, based on the 708 Wave 2 participants, were not
significantly different for men and women, 86.2% (269/312) versus 85.9% (340/396). However,
there was a significant decrease in response rates according to age group (based on age at Wave
1) - 91.4% (254/278) (40-49 years), 85.8% (278/324) (50-64 years) and 72.6% (77/106) (65+ years)
respectively.

6.4.2 PIQ completion rates

Of the respondents who completed a CAPI at Wave 3, 97.5% (n = 594) returned a PIQ and there
was little variance by age.

6.4.3 New items in Wave 3

In Wave 3 of IDS-TILDA there were a number of question changes/additions in response to the
changing policy landscape regarding housing and support requirements for people with ID in
Ireland. Policies, such as the HSE’s Time to Move on From Congregated settings (HSE, 2011)
and the National Housing Strategy for People with a Disability 2011 - 2016 (Department of
Environment, Community and Local Government, 2011), have re-affirmed and substantially
advanced deinstitutionalisation and community living at the centre of national policy.

Questions were added on whether moves were part of individuals’ personal plans, reasons for
multiple moves where they occurred, and personal outcomes of moves, in addition to questions
on ownership and tenure of accommodation, having a key to one’s own home, choice, person
centred planning and access to a range of housing and tenancy options. The quality of person
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centred planning examined how actively personal plans addressed the important priorities in
people’s lives.

As may be seen in Table 6.3, a number of additional scales were also added in Wave 3 to gather
more intensive data on issues emerging from Waves 1 and 2. Specifically, the Rapid Assessment
of Physical Activity (RAPA; Topolski, LoGerfo, Patrick, Williams, Walwick & Patrick, 2006),
validated measures of life satisfaction (Satisfaction with Life Scale - SWLS), purpose in life (Ryff
Psychological Wellbeing Scale), and quality of life (ID version of the Personal Wellbeing Index)
were included. The five-item SWLS measures global cognitive judgements of satisfaction with
one’s life independent of interrelated constructs, such as positive affect or loneliness. This has
high internal consistency and high temporal reliability and allows comparison with TILDA and
international comparisons with Health and Retirement Study (HRS) and English Longitudinal
Study of Ageing (ELSA). Similarly, the seven-item Purpose in Life Questionnaire, a subscale in
the Ryff Psychological Wellbeing Scale, offers the potential for comparisons with HRS findings
and with future waves of TILDA.

It is well recognised that mental health problems are common in people with intellectual
disability, and occur at a significantly higher prevalence than in the general population (Cooper,
Smiley, Morrison, Williamson, & Allan, 2007). Findings from the first two waves revealed that
those reporting a doctor’s diagnosis of an emotional, nervous or psychiatric condition increased
from almost 50% in Wave 1 to almost 60% in Wave 2. Prevalence of mental health conditions
were higher in females and increased with age and increasing severity of intellectual disability.
However, it has proved challenging to measure symptoms among participants when many
participants do not have verbal skills. Therefore, to increase the number of participants for
whom there will be more information available on symptoms and potential for diagnosis of
depression and of anxiety, the 20-item Glasgow Depression Scale- Learning Disability (GDS-LD;
Cuthill, Espie, & Cooper, 2003) and the 27-item Glasgow Anxiety Scale-Learning Disability (GAS-
LD; Mindham & Espie, 2003) were added.

Preliminary findings from Wave 2 also identified a high prevalence of behaviours that challenge.
The Behaviour Problem Inventory-Short Form (BPI-S; Rojahn et al., 2012), an informant based
questionnaire, was added to Wave 3 to gather more detailed information on these behaviours.
Carers were asked to rate the frequency and severity of thirty different behaviours which
included items of aggression, self-injury and stereotyped behaviours.

Finally, the Dementia Screening Questionnaire for Individuals with Intellectual Disabilities
(DSQID) was added to increase sensitivity in dementia assessment. The recently launched
Dementia Strategy in Ireland (Department of Health, 2014) has recognised and recommended
baseline screening and longitudinal follow up in people with ID, with persons with Down
syndrome identified as being particularly at risk. Inclusion of the Dementia Screening
Questionnaire for Individuals with Intellectual Disabilities (DSQID), for cognitive and memory
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decline in Wave 3, will enable IDS-TILDA to better track over time patterns of decline and

identify key determinants of inter-individual variability.

Table 6.3 Summary table of additional scales for Wave 3

Scale Rationale

Physical Activity

The Rapid Assessment of Physical Activity (RAPA,;
Topolski, LoGerfo, Patrick, Williams, Walwick &
Patrick, 2006). 9-item self-report questionnaire.

Life Satisfaction

The Satisfaction with Life Scale (SWLS) is a
5-item self-report scale rated on a 6-point scale.

Purpose in Life Questionnaire is a 7-item
subscale from The Ryff Psychological Wellbeing
Scale (Ryff, 1989), rated on a 6-point scale.

Personal Well-Being and Social
Connectedness

Closeness sub-scale of the Friendship Qualities
Scale (Bukowski et al., 1994). Five-item scale
with responses on a 5-point rating scale.

Intimacy sub-scale of the McGill Friendship
Questionnaire (Mendelson & Aboud, 1999) Five-
item scale with responses on an 8-point rating
scale.

Quality of life sub-scale from the Personal
Wellbeing Index-Intellectual Disability Version
(Cummins, 1997). Eight-item scale with
responses on an 11-point rating scale.

Mental Health

The 20-item Glasgow Depression Scale- Learning
Disability (GDS-LD; Cuthill, Espie, & Cooper,
2003) and the 27-item Glasgow Anxiety Scale-
Learning Disability (GAS-LD; Mindham & Espie,
2003).

Measures level and intensity of physical activity
for aerobic exercise, strength and flexibility

in line with recommendations made by the
National Guidelines on Physical Activity in
Ireland (DOH, 2009).

Two subscales added to Wave 3, that measure
global life satisfaction and purpose in life,
support further comparisons with TILDA,
Health and Retirement Study (HRS) and English
Longitudinal Study of Ageing (ELSA).

Scales regarding social connectedness,
friendship and personal well-being were added
to Wave 3 to build a better picture of quality of
life and relationships for older adults with ID.

Given the high prevalence of mental health
problems in Wave 1, and significant increases
by Wave 2 (from 41% to 60% point prevalence),
further investigation in Waves 3 and 4, and
determination of most appropriate instruments,
was required. The GDS-LD and the GAS-LD were
added, given their cut-off scores and strong
validity and reliability psychometric findings.
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Behaviour that Challenges

The Behaviour Problem Inventory-Short
Form (BPI-S; Rojahn et al., 2012). A 30 item
questionnaire used to measure the frequency
and severity of a range of aggressive, self-
injurious and stereotyped behaviours.

Dementia

Dementia Screening Questionnaire for
Individuals with Intellectual Disability (DSQID;
Deb, Hare & Prior, 2007). 43-item questionnaire
rated on a 4-point scale.

6.5 Dataset and analyses

Preliminary questions included in Wave 2
indicated a high prevalence of behaviour that
challenges in this population. A validated
measure of challenging behaviour was included
in Wave 3 to gain a better understanding of
prevalence and associated risk factors.

Given the increased risk of developing dementia
in people with Down syndrome confirmed in
Wave 2, the DQSID was added for Waves 3 and

4 as a screening measure for cognitive and
memory decline.

6.5.1 Analytical methods employed in this report

Statistical methods used to calculate the estimates presented in this report are described

below.

6.5.2 Confidence intervals and statistical significance

Throughout this report, the majority of estimates reflect the percentage of adults within

specific age groups, cohorts, or other analysis criteria. Means or medians of specific measured

quantities are reported where appropriate. Each respondent in the IDS-TILDA study corresponds

with a given number of individuals in the NIDD and, to account for inherent uncertainty in the

derived estimates, they are presented with 95% confidence intervals (Cl).

6.5.3 Software

All analyses in this report were conducted using SPSS V 24.0.
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