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Abstract

Objective: People with intellectual disabilities (ID) often experience difficulties with
managing their everyday affairs. This study reviewed a broad range of self-management
interventions for people with ID. We studied the applied behavioural change techniques
(BCTs) and interventions' effectiveness.

Methods: A systematic literature search was conducted in seven electronic databases.
Data were extracted on study, intervention, and participant characteristics, and on
outcome measures and results.

Results: Of the 681 retrieved studies, 36 met the inclusion criteria. Most studies used case
study designs and small samples, which implies a low methodological quality and a
high risk of bias. Interventions generally targeted a singular practical skill for managing
oneself in a specific context. Mostly the provider of the intervention applied several
BCTs, only 13 studies trained participants to apply BCTs themselves. Improvements in
self-management behaviour were reported in all studies and mostly maintained over
time. If measured, generalisation to other settings or tasks was often reported.
Conclusions: Future studies should aim for a higher methodological quality and should
consider targeting more generic self-management and a wider application of BCTs by
people with ID themselves.

Practice implications: The findings suggests that additional training can aid in the promotion
of self-management in people with ID.

Keywords: behavioural change technique, intellectual disabilities, intervention, review,
self-management.
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Introduction

Awareness is increasing that people with intellectual disabilities (ID) should have equal
rights and be included as equal co-citizens in society. This is supported by the United
Nations [18], that further declare that people with ID should be enabled to live as
independently as possible and to be autonomous with respect to making their own
decisions. In the Netherlands, this increasing awareness coincides with the emergence
of a 'participation society’, where citizens, including people with ID, first have to try
to arrange their affairs themselves, before they can turn towards the government.
However, people with ID commonly have difficulties with self-managing their affairs [5,
51, 521, which can vary from difficulties with personal care and household activities, to
trouble with recreational activities, community participation, and employment [9, 22-
241 Various studies have shown nonetheless that most people with ID would have the
desire to manage their activities more independently [1-3, 511. Increasing the abilities of
people with ID to handle their affairs themselves could enhance their quality of life and
community participation [4, 5] and could reduce behavioural problems [53]. Interventions

that promote self-management of people with ID are therefore of importance.

Self-managementis a broad term that refers to processes and activities that are related
to deliberately influencing one's behaviour in order to reach personally desired outcomes
[25]. This umbrella term includes being independent in handling one's affairs and in
taking care of oneself, thereby solely relying on one's own abilities, efforts, resources,
and judgement [54]. Self-management is also strongly related to self-determination,
which involves having personal control over making choices and decisions to lead
one's life according to one's own preferences, without being completely subjected to
external influences [28, 55I.

Various studies on self-management interventions for people with ID have been conducted
and several literature reviews have already collectively analysed some of these previous
studies. However, just as the individual studies themselves, these reviews only focused
on a specific self-management domain such as self-management at work [32, 34, 56, 571,
self-management of chronic disease [12, 58], or the use of activity schedules [59] and
self-instructions [24]. Although it was generally found that the reviewed self-management
interventions were effective, itis difficult to determine which factors play a key role in the
interventions' effectiveness. This is largely due to studies' widely varying self-management
goals, outcome measures, and research methods, which hamper thorough comparison.
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A greater understanding of the key elements of effective self-management interventions
could benefit the further development of such interventions and subsequently the quality
of life of people with ID. In this regard, further identification of the applied behavioural
change techniques (BCTs) and their respective effectiveness could contribute to our
understanding of how self-management interventions work and how their effects can
be optimised [60]. BCTs are active components of an intervention that are designed to
alter or redirect causal processes that regulate behaviour [29]. People with ID can learn
to apply BCTs themselves to attain a greater self-management, but they can also be
applied by an intervention provider. Recently, Willems et al. [61] examined how BCTs were
applied in interventions for people with ID that targeted physical activity and nutrition.
They found that in most cases, several BCTs were applied in the reviewed interventions,
such as ‘providing information on consequences of behaviour in general’ and ‘planning
social support/social change' The application of BCTs in self-management interventions
for people with ID has not yet been studied.

The aim of the current systematic literature review is to summarise studies that have
evaluated the effectiveness of self-management interventions for people with mild
to moderate ID. In contrast to the abovementioned reviews that only focused on a
certain type of self-management interventions, this review analyses a broad range of
interventions that aim to promote self-management in daily life. We aim to examine the
BCTs that were used to promote the targeted self-management behaviour, as well as
the effectiveness of the interventions. Hereby, we aim to create a more overall insight

into the effects of such self-management interventions for this population.

Methods

Search strategy and inclusion criteria

In order to identify relevant studies for our review, PubMed, PsycINFO, Web of Science,
Embase, Emcare, Cochrane, and ProQuest (Social Services Abstracts and Sociological
Abstracts) were systematically searched from inception to 18 September 2017. The search
strategy was based on the Population, Intervention, Comparison, and Outcome (PICO)
approach. Search terms (including major headings, Medical Subject Heading terms, title
words, and text words) were used that are indicative of intervention studies (Intervention)
aimed at promoting self-management (Outcome) for adults with ID (Population), excluding
studies that solely included children or adolescents (see Appendix A).
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Studies were included if they evaluated the effect of an intervention for adults with
mild to moderate ID that aimed to improve their self-management in daily life. Inclusion
criteria concerned that articles were original and published in English (i.e,, no reviews,
dissertations, and book chapters). Exclusion criteria concerned intervention studies
aimed at family, staff, or minors with ID (< 18 years). In some studies, not only adults
with mild to moderate ID participated, but also minors, adults with severe ID, or people
with other disabilities or psychiatric diagnoses. These studies were only included if the
effects of the intervention on adults with mild to moderate ID could be distinguished
from the people in the other groups. Studies were excluded if the interventions were
aimed at managing challenging behaviour or emotions, or if outcome measures focused
on physical outcomes (e.g., body weight, oral health status). These latter studies were
excluded because improvements in physical functioning would not directly indicate
improved self-management skills of participants in daily life.

Study selection

After excluding all duplicates, retrieved references were loaded into Endnote. Titles
and abstracts were independently screened by two reviewers (JS and EE) without
blinding to authorship or journal (see Figure 1). An 83.2% agreement was achieved. The
full texts were retrieved and examined of the articles that potentially met the criteria,
including the articles for which there was disagreement. After screening the full texts,
reviewers agreed for 95.9% of the articles that they should be included or excluded.
Disagreements between reviewers were discussed until consensus was reached. For
three cases for which disagreement remained, two other authors (AZ and WG) were
included in the discussion.

Data extraction and analysis

From the included studies, two reviewers (JS and EE) extracted information about
the study characteristics, participant characteristics, outcome measures, intervention
characteristics, BCTs, and main results (both direct and at follow-up). Regarding the BCTs,
it was analysed for each article which BCTs were used to target the self-management
behaviour and whether these fit the taxonomy of BCTs as described by Michie et al. [601.
For 12 articles (33%), this was done by two reviewers (JS and EE) who initially agreed for
92.1% of the BCTs and who agreed for 100% after discussing the disagreements. Because
of the high agreement rate, the other articles were only analysed by one of the two
reviewers. Applied BCTs that we came across that were not described in taxonomy of
Michie et al. [60] were defined separately based on the descriptions in the articles that
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we reviewed (Appendix B). A distinction was made whether BCTs were applied by the
participant (e.g., participants use self-instructions while performing a task) or by the
provider of the intervention (e.g., the provider gives verbal instructions on how to perform
a task). This allowed us to examine to what extent participants were trained to execute
the targeted self-management behaviour completely by themselves or whether they
were still depended on the provider during the intervention.

Results

Main findings are presented on the study characteristics, participant characteristics,
outcome measures, intervention characteristics, and findings on effectiveness. While
reading the full texts, it quickly became clear that most studies were of poor methodological
quality, which suggests a high risk of bias. For example, there were only five studies
with a randomised controlled trial and five studies with a no-treatment control group,
whereas 24 studies had a (multiple) case study design with very small convenience
samples. In addition, little to none information was available about possible blinding
of participants, staff, and outcome assessments, and quantitative data on results was
often missing or incomplete. Such low methodological quality of studies is common in
the field of ID [61, 62]. As the reported effectiveness of studies with a low quality (e.g.,
case studies) did not seem to differ from the studies with a higher quality (e.g., studies
with a randomised controlled trial), no further in-depth assessment of the quality of
studies was conducted.

Search results

The literature search yielded 681 potential publications, of which 483 were unique articles.
Of the 121 full texts that were retrieved after screening of the title and abstracts, 36 met
our inclusion criteria. Articles were excluded based on a hierarchical approach; if an
article was already excluded based on a previous reason, it was not further assessed
whether it would also be excluded based on other reasons. Detailed information about
the selection process is presented in Figure 1.
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Records identified through database
searching (n = 681)

Duplicates removed (n = 198)

v

A4

Records after duplicates removed,
titles and abstracts screened (n - 483)

v

Records excluded based on title and
abstract (n = 362)

A 4

Full-texts assessed for eligibility (n = 121)

Articles excluded (n = 85), based on:

1. Age <18 years (n = 9)

2. Participants include people with
severe (n = 17) or borderline (n = 3) ID

3. Different population, eg.. people

without ID or with physical
disabilities (n - 6)

. No intervention study (n = 12)

5. Intervention targeted at
behavioural/emotional/physical
problems (n = 4)

6. Review (n = 6)

7. Full-text unavailable (n - 14

8. Book (chapter), dissertation (n = Q)

9. Other (n - 5)

v
N

v
Studies included in review (n = 36)

Figure 1. Flow diagram of the selection process

Study characteristics

Table 1 presents the characteristics of the 36 included articles. Except for 3 studies, all
were conducted in English speaking countries, of which the United States was the most
common (n = 26). Other countries of origin were Ireland (n = 3), Canada (n = 2), Sweden (n =
2), Great Britain (n = 1), Hong Kong (n = 1), and New Zealand (n = 1). The majority of articles
were published between 1979 and 1999 (n = 20) and only a few were published in or
after 2010 (n = 5). The total number of participants in all 36 studies was 370. Sample sizes
greatly differed between studies, ranging from 1 to 57. Nineteen studies (52.8%) had less
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than five participants. There were no dropouts during the period in which interventions
were provided, but five studies (article #4, 8, 11, 14, 30) reported dropouts at follow-up
measurements, ranging from 16.6% to 50% of the initial sample size. The majority of
studies had a (multiple) case study design (n = 24). Few studies used a randomised
controlled trial (n = 5), had a no-treatment control group (n = 5), or contained more than
one training condition (n = 7). In case of the latter, the difference between the conditions
concerned for example that more BCTs were applied in one group or that one group
received in vivo community training versus conventional classroom training in the other
group. Twenty-four studies (66.7%) used multiple baseline measures and 23 studies
conducted multiples probes during the course of the intervention. Follow-up data were
available for 23 studies (63.9%). Period of follow-up was generally a couple of months,
however this varied from several days to a few years after training. Data regarding the
moments of assessment were often not explicitly reported and moments also greatly
varied between studies and even within studies, with sometimes some participants

being assessed more often than others, with varying periods of time in between.

Participant characteristics

Data regarding age were not always complete. In some studies only the average age
without a standard deviation was provided, in others only the range. Based on the data
that were available, the average age was found to vary between 18.2 to 50.3 years.
Participants’ ages ranged from 18-64 years. On average of 54.5% of participants were
female. Most studies included both people with mild and moderate ID (n = 16), instead
of solely people with mild (n = 11) or moderate ID (n = Q). It was, however, not always
clear how the level of ID was determined. Data regarding recruitment and inclusion and

exclusion criteria were also often not fully reported (n = 33).

Outcome measures

The specific outcome measures differed per study, but in most cases (n = 30; 83.3%) it
concerned to what extent the targeted self-management behaviour was performed
properly (e.g., number of correctly performed steps). In some studies, previously
developed instruments (e.g., questionnaires) were used, but whether these were validated
measures was not reported (article #1, 4, 11, 14, 23). Twenty-seven studies (75.0%) assessed
participants’ behaviour in their real life setting.
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Intervention characteristics

The vast majority of interventions had a specific focus on a practical skill, such as
teaching people with 1D a singular daily living skill within a certain context. Only six
studies targeted several daily living skills (article #1, 11, 14, 16, 31, 36). The daily living
skills mostly concerned independently managing oneself at home (n = 13; e.g., food
preparation, doing laundry) or in the community (n = 11, e.g., traveling by bus, doing
groceries). Interventions focusing on self-determination or rights were scarce (article
#4, 6, 8) and only targeted a specific domain or context (e.g., dealing with health right
violations). There was only one study that aimed for generalisation of self-management
skills across situations (article #16). Interventions were mostly provided on an individual
basis, with ten studies using group interventions (range 3-8 participants in a group).
Several studies explicitly reported some kind of tailoring within their intervention (e.g.,
tailoring to individual learning preferences), but it is possible that other interventions
were also (partially) tailored, especially those that were provided individually.

Setting and provider

The setting of the interventions varied between studies, with half of the interventions
(partially) taking place in the real life setting of the participants (e.g., at home or at work),
thereby fostering the transfer of learnt skills to daily life. It widely varied between studies
who the provider of the intervention was (e.g., trainer) and it was mostly not specified how
this person was instructed to provide the training and what his or her qualifications were.

Length and intensity

The number and duration of training sessions greatly differed between interventions and
data about this were often incomplete. For example, the number of sessions varied from
one to 180 over a period of 1 day to 18 months and information about this was missing
for at least half of the studies. Session length was mostly less than 1 (n = 9) or 2 hours
(n = 8), although for 16 studies no data were available. Three studies provided ‘booster’
sessions for participants who were lagging behind (article #8, 16, 26) and four studies
provided follow-up sessions after the training (article #1, 6, 12, 36).

25



TENPIAIPU]

(€) dnoun

1enpIAIpU|

1enpIAIpU|

lenpiatpul

TENPIAIPU]

1enpIAIpU|
1enpiApul
1enpIAipU|
(9z1s dnoub)

Buiuiesy dnoib
10 1enpiAlpu]

4oeoo qor

Jsurel|

1enuein

Jaurel]

Jojuawiiedx3

umousun
Jayoieasay
Jemndwood
p1dy-pueH

umouNun

Jeis poddns

19pinoid

sinoy ¥ 'suoisses o€

NEEV
© 90IM] 'SInoy 2 (88'E
= dS) 6801 = SUoIsses

JO Jaguuinu ueap|

UoIssas T

Jnoy T 'suolisses i

seInuIW Or-0€

Moom Jod suoisses G-

SYEELN
OT JOJ Yoam & aIm}

'seINUIW G 'SUOISSS 02

senulw
09-0€ :UOISSes T
senuIW

Gb-02 ‘uoIsses T
(ret

= uesw) syjuow gr-

uedsauwi] .
uoissas jo yibua -
SUOISSaS JO JaquInN -

syoadse pajejal-awi]

1e Juswabebus
sse) pue
suoloeI8IUI 1BID0S

SUONe)0IA SIYBL
ynesy Buissaipai
pue uoniuboosy

STIMS 81ed-PIYD
awoy e
Buoses Ul s
uoneuluIaep
-nes

S9NJ-J19S 1UOA0D
pue 1J9A0 JO BN

Bupew uoispap
pajejal Ajjenxas

Eilgle)]
snq e a1ebineN

N1V oy
YSed meIpyiln

(SON STIs BuiAn
Juspuadapu

anoineyaq jabiel

umouxun
dl Jo1ene) lejews)
%00 '2z=-9beT-U

| erelepowl
-pliw oW %919
9406y =-pwiIE=-U
al plw e1ews) %00t
‘(b/u) g2 = WO = U

Q| eyesepow
-pllW 91ewsy %0°92
@ezygee-Wwir-u

Al pluw eews)
%0061 -9be'T-U
Q| e1esepow

olews) %009
(90)S9ee-Wr-u

Q| e1esepow

-pliW ‘91ews) %6'09
(roryoeE-mw€z-u
al pliw lejlewsy % v
(o/uygGe=wi6=-u
dl pliw :e1ewsy 4625
‘b/uyVES=WiLT=U
dljoidnaT -
ajeway % -

(@s) a6e (W) ueai -
u.

sjuedidijed

papNIoUl SaIpNIS 8y JO soisualoeieyd Juedidiied pue Apnis uien T ajqeL

s
qofl diysuiaiu)

umouMun

SUWOH

awoy
uonenwis
pue sewoy
dnoun
Aouebe
EERINES
uewnH

usouxun

umousuN
umousuN

swoy dnoio

Bumes

(ouy Apnis ase)

(dnoib 10,1u02)

1eL] pa)ouod
pasiwopuey

(ou)

Apnis aseo a1dmnin

(ou)
Apnis aseo a1dmnin
(ou) Apnys ased

(ou)
Apnis aseo adimnin

(dnoub 1013u02)
s109[gns-usamiag

(ou) syoafgns-uiyn
(ou) Jesjoun
(sdnoib

Buiuresy aydnw
10 dnoub j013u09 jo

vsn

NVO

NVO

vsn

vsn

14l

vsn

vsn

vsn

@ouasaid) ubiseg Asnunod

[0Z] (9T02)
e 18 uos|in

[69] (2T02)
e 18 uewple
[89] (666T)
e 18 uewplo4

[£9]
(Q66T) e 12 Mmed

[99] (800¢2)
1e 1 uooje

1591 (6002)
1e1e sexnQg

[9€] (0102)

‘e 18 saineq

179l (E002)

‘e 18 seineq

[€9]

(6/61) e 18 21U1D

[CRITEETEY|
(1eak)
sioyny

#



Pururen
1USWS2I0JUIBI-118S
‘uoljeniens-jes
‘Buipiodal-fos

'z dnoub ‘Buluresy

27

Q| eyesspowl Buipiodei-jos
(av) BUIA - -pliw eews) %9'SS T dnouB) dnoib [£/] (686T)
1enpIAIpU| Jaurel] umourun  Ajleq Jo seiiAloyY 29 0l2-WbB-U SWOH -usamieg VSN RIERERIEY o el 4
2.13ued
shep dl pllw elewsy %0°92 Juswiea} (ouy [9/] (£86T) e
() dnoun Jaured| 2T JNoy T 'SUOISSas 2T sniq Buiked P9 o00E=-Wr-u Aeg Apmis ased aidinin VSN 19 eubedwepe] Gt
Q| eyesspowd
1sidesayy (1avy) BuiAn 91ews) %001 (0°E) SOOINIeS (ouy 19/] (€002)
1enpIAipU] 1euonedndd) SYIUOW ¥ 'suoissas 0T-9  Ajled JO SOIAIDY 19Z-W'E-U Amigesia  Apnis eseo axdimnin IMS 1e1e dionoy vt
Q| eyesspowd
-plW leews) %9'SS (ou) L]
1enpIAIpU| uspNIS SUOISSOS 0E€-02  STIIMS A1ojes-all4 (osuyes/u= w6 =u oswoydnoin Apnisesed ardinin IZN (986T) e 18 z1ey €T
(VA
uesuw) senuUIW Of7-S Bunioq Q| eyelepow
(9-¥ = uesw) yseiygns ‘Bupfeq ‘Buniolq  -pliw e1ews) %0°'S2 doysiom (ou) [€/] (186T)
1enplAIpul Jaulel] Jad suolsses z1-2 SIS Buood  (LEn e - Wi -u pasenays  Apnis ased aldmnial VSN e je uosuyor et
a| eyelepow
1sidesayy (avy) BUIAIT  -PlIW ‘e1ewa) %499 (ou) [2/] (S002)
1enpiAipu] euoiiednooQ SYjuow € 'suolssaes G Alled Jo S8IAIDY  (bsUye/U= W9 -U umouxun  Apnis ased a1dimniy IS TJele usibleH 1T
uol308.110d
-Jodie smd Bundwoid
-08PIA J0J SUOISSaS Q| eyelepow ENUER]
Jaured]  €1-6 '‘Bundwold ospia 2lews) %0°0 (9T) Buluren (ou) [T/] (L00Z2)
1enpIAIpul Jondwod 10} sUoISSas 9-G a)1qey e Buies gvE-Wwi-u 1euUOBO0A  Apnis ased a1dinin VSN e }8 uospoon Ot
dljoidnaT -
uedsauwi] - ajeway % - (sdnoib
(9z1s dno.b) uolssas jo yjbua - (@s) abe (W) uesy - Buiuresy aydinw ICRIIEIETEY) |
Buiuiesy dnosb SUOISSaS JO JaqUINN - u. 10 dnoib jo43u0d jo (1eak)
10 1enpIAIpU| 19pInoid s}oadse pajejal-awil Jnoineyaq 1obiel sjuedidijied Bunles  9dussaid) ubiseag Asunod sioymy  #

panunuod T a1qel



(G-¥) dnoun

(€) dnoun

(8-/) dnoi

(G) dnoun

lenpiApul

(€) dnoun

(9z1s dnouib)
Buiuiesy dnoab
10 1enplAlpu]

@as) ebelane Uo syeam
859'910J (09T = S Moem
Jad suoIsses 982 -
ueaWwl) yeem Jod seun
G-€ 'senuiw 06-09

1sidesayy
JeuonednodQ

SYEEL
€1 10§ ¥08M B 90IM]

Jayoes|  'SInoy §'TISUoISSes 9z
SYIUOWI 2 10J Yeam
Jauled]  Jadsewin eaiyl unoyt
sAepsoam
Jauled] 0z JNoy T !SuoIssas 02
syjuow G'€
Jeispoddnsg  Jo wnwixew 'sjeaw 09
SYEEL
02 10§ 3oaMm B 801/m]
Jeispoddns  isunoy G'T 'suoisses o
uedsauwi] -
uolssas jo yjbua -
SUOISSaS JO JaquInN -

J9pinoid

sng eyl joasn

SIS
Puiddoys pue
Jeuoneindwo)

snMs
1EUOIIESIBAUOD
auoyd

Inoineyaq
Buiddoys

Jouulp

pue 1sepeaiq
JO uoljesedald

S)IMs ueLiIseped

syoadse pajejal-awil] Jnoineyaq jabiel

Q| e1esepow
-plW @lewa) %069
(byuyesu = 62-u

Q| e1elepowl
-plIW 8)ewWa) %0°0
QonLir-wW€-u

Al Plw elews) %9'55
(oyuy vy ge = S -u

al PlIw ‘e1ewa) %009
(b/u) OVE = 02 =u

Q| eresepow
-plW Bewsy %99
(68 0TE=WE=U

Q| erelopow-pliw
'91eWa) % Umouxun
(/U O'TV = N 8T =U
daljoienaT -
ajeway % -

(@s) abe (W) uea| -
u.

sjuedidijed

sew
puiddoys
S9101S
A180016 pue
uonnisul
aleD

umouMun
21035 Aeoolb
pue oluno
enedino

SUIOH

AJunwiwiod
JO W00JSSeD)

Buimes

(ou) $198[qNS-UIyIA

(ou)

Apnis aseo e1dmnin

(Bururen
souspuadapul
.2 dnoub ‘Buuies;

Bumepow T dnoib

‘dnoJb10u02)
1eL pa)oluod

pasiwopuey
(dnoub 1043u02)
1eL paoljuod

pasiwopuey
(OU) 1e/meIpyHM

1enuenbas-jejjed

i Apnis
osed aldimnin

(Buiuresy Ayunwiwiod

2 dnoub 'Buluresy

wo0Jsse1d T dnoJb)

1811 PeoNuoD
pasiwopuey

(sdnoib
Buiuresy a1dimnw

10 dnouib 1043u03 jJo
aouasald) ubisag Asunod

vsn

vsn

vsn

vsn

vsn

vsn

[€8] (266T)
e 18 Asuisu

[28] (986T)
1218 UOSIe

[18]
(286T) UoSIeA|

[08]
(186T) UOSIeIN

1621 (Lg6T)
1219 UlJe

18] (€86T1)
1219 MmeyoieN

[92uai9)a1]
(1eak)
sioyny

e

e

O¢

61

gT

yas

#

panupRuoD T a1qeL

28



lenpiapul

1enplAipul

1enpiAlpul

lenpiaipu

1enpiAipul

lenpiapul

lenpiaipu

(9-¥) dnoun

(3z1s dno.b)
Bujuresy dnoib
10 1enpiAIpu|

Jaulel]
uyendwoDd

J0)19SUN0YD

Jaulel]

Jeis poddns
Jayoieasay

uoponisul
Jandwo)

daydieasay

Jaulel]

umousun

19pinoid

Jad 801/ sanuiw
8-9 'SU0ISSas G2x

umousun

NEEVN

Jad G (€T = ) senuiw
GE-g !9 = suoisses

JO Jagquinu ues||

senulw G1-9

SuoIssas €1

awl} @onoeld seinuiw
G-Spuooes E€ ‘awl}
UOIIBJISUOWISP SPUODSS
22 pue sanuiw
G-SpU028S g7 \U0ISSaS T

Bulysem o) T9EF pue
BulAip Joy sinoy ¥ €+
Moam Jod sewin v-€

Moam Jad
901/M} 'SUOISSOS 0QT+

uedsauwi] -

uolssas jo yjbuaT -
SUOISSaS JO JaqunN -
s}oadse pajejal-awiL

uioodod
SABMOIDIW JO
Beq e axel
puiddoys
A182016 pue
Buruueld nuaiy

1180 Aousablawa
ue Bupeln

SNIMS
218D 1eNnJIsusin|
yolmpues
e Bupen

nes
auoydale e axeln|

Bulkip
pue Buiysem)
sNs Adpunen

sns
BuiAn Ajunwwod

inoineyaq 1ab.ie)

|l e1esepowl
lews) %00 (2T =
as)ese-mwe-u

dl pliw e1ewsy
%00T W€ =abe'1=u

dl e1esepow
-plW lejewa) %€ €€
(€N LLE-NE=-U

dl e1esepow
-pPlIW o1ewsy
%001 '€ -abe 1 -u

dl 91eJopow ‘ojeway

%002z -9be'T-u

|l e1esepow
‘2)ewa) %009 (b/u)
/U= 0T=U

Q| eyelopow
-pliW 9)ewa)
%0 I =8be'T=u

@l e1esepow-piw
191w} % Umousun
(ereot=wW:LS=u
aljoiena -
ajeway % -

(@s) abe (W) uesy -
u.

sjuedidijed

swwelboid
1EUOIIROOA

19y ewadns
pue sawoH

doysyiom
paienays

SUWOH

Juswieal}
Aeq

umousun
jewolpune)
pue ‘awoy
(dnoub)
ENUER
uoneiigey
Aeq

umousiun

Bunes

(ou)
Apnis aseo aldmnin

(ouy Apnis ase)

(ou)
Apnis ased adimnia

(ou)
Apnis aseo adimnia
(ou)
Apnis aseo aidinin

(ouy ubisep
S3108[gNs-UILIA

(ou) Apnis ase)d
(Buiures

OAIA UI:2 dnoub
‘Buiulel; WooJIssed
:T1dnoJb ‘'dnoib
1043U02) ubisap
30010 pasiwopuey

(sdnosb
Bujuresy sydinw
10 dnoub 1043u0d jo

vsn

vsn

vsn

vsn

vsn

vsn

alS19)

aouasald) ubisag Asunod

1G] (S002)
e 18 soojebis o€

[06] (EQ6T)
1e 10 Joqles 62

[68] (086T)
1ele Aelsly gz

[88] (¥86T)
el uewyoly /2
[£8] (E002)

e IpIviyed 92

98]
(7861) 1e e sel0 G2

1981
(066T) e 12 JooN e

(8] (866T)
el 8lyoln €2
[CRIEIETEY)]

(1eak)
sioymy  #

panuiuoyD T ajqeL

29



payloads asimIayl0 10N«
a1ge)ieAe 10U = 2/u

Q| eyelepow
sonuIW -PliW @1ewsy %09 (ou) [1€]
TenpiAipul Jaulesl  OE-GTiSUOISSes O JO €T s)Ifs Bulal Aleq £o)Ser-mwe-u j00yds  Apnis ased eidimnin YSN  (9T02) 1ele ni\ 9E
J0OJeuIpJIO0D | 8jesepow ejews) ays qof 1G6] (986T)
1enplAIpul qgor SInoy 2 'suolsses of Syse] 1eoue)d  %00T:6T-=8be'T-u  puejooyds (ou) Apnis eseD VSN e e 4oxoem  GE
(Bururen
Jerdwex3 a1 dimnin
'€ dnouf ‘Buluren
SYjuoW 2 104 aouesu| 91buUIS
Moam e shep ¥ (Bululely s1oxieuwadns 2 dnoub ‘Buiutesy
dnoJby senuiw 06 pue pue a13ued 2ousjeAinbl
(UOISSSS 1enplAlpul) puiddoys Q| plw :e1ews) %/ 99 Buiuren snNwIiS T dnoub) [76] (0002)
(9) dnoun Jaurel]  enull G 'suoIsses 2= 1©ewladns B9)ele=N9=U 1euoeooA  Apnis esed a1diinial Bl 1eie Jojkel ¥E€
s1eyewsadns
pue 83ued (ou) seseyd
dl pliw @1ews) %0°09 Buiuies;  juswe@-INUW Yym [€6] (L66T)
(7-€) dnoun Jauled]  Meam Jad suoisses - Puiddoys 99 L82-WL=U 1euoneooA  Apnis esed a1dinial Bkl Jeie Jojkel €€
(Buiuren
U0ISSaS aINuUIW OE 8uUo Aneay 1enuIA 2
pue SUOISSaS aNuIW dnoJb ‘Buiuiesy
S auo :dnoib YA Q| eyelepowl 2Ijued 1eUOIJUBAUOD
SUOISSeS aNuIW Buiddoys ‘Blewsy %005 (£2) Buluresy sNMs T dnoub) [26]
1enplAlpul Jaurel] o€ om}:dnoibjoiuod 1©ewadns 28T-W'QT-U 1eUOBDOA  1ejuUBWLIadXe-ISeND OMH  (G002) 1e1e we| 2€
(ye3s aJed plepuels
;2 dnoub ‘poddns
aleoele} 1 dnolb)
Je1s Q| eyelepow Juswiieas]
EICREIET] -plIW :ejews) %052 Buneusane yym [16] (0102) e 18
1enpiAlpul ‘yeis poddns sAep /-G SUOISSaS 02 SXSe} PloYasnoH GG EBY-Wwr-u awoH Apnis ased edmnin vsn  Aybnog-leqel 1€
daljoiena -
uedsauwi] - oleway % - (sdnosb
(9z1s dnoub) uoissas jo yjbua . (ds) o@be (W) uea - Bujuresy a1dinw [@duaiajal]
Bujuresy dnoib SUOISS3S JO JAqUINN - u. 10 dnoub j043u0d Jo (1eak)
10 1enpiAIpu| J9pInoid syoadse pajejal-awil Jnoineyad 10biel sjuedidijied Bunes  9dussald) ubisag Asnunod sioymny #

panuiuoyD T ajqeL



Behavioural Change Techniques

To obtain an overview of the used BCTs that were applied to attain the targeted self-
management behaviour, we analysed per study which antecedent BCTs preceded
the desired self-management behaviour of participants and which consequent BCTs
followed afterwards [Appendix B; 60, 96l. We also made a distinction whether BCTs
were applied by the participant or by the provider of the intervention (Table 2).

All interventions aimed to promote self-management by means of the provider of the
intervention, who often applied arange of BCTs to help the participants reach the targeted
self-management behaviour. A common combination of BCTs preceding the desired
self-management behaviour of participants (12/36 studies, 33.3%) concerned the provider
modelling the targeted behaviour or skill, giving instructions, and providing prompts
(e.g., a visual/auditory cue, least-to-most prompting). These three BCTs were not only
provided verbally, but sometimes also visually (e.g., with the use of a pictorial manual,
videos, or gestures). In nine studies, the provider encouraged the generalisation of the
targeted self-management behaviour to another situation (e.g., a different supermarket;
article #6, 8, 17, 22, 24, 28, 33, 36). Less frequently applied antecedent BCTs included
chaining (article #15, 22, 23, 27), physical guidance (e.g., holding someone's hand while
executing a task; article #12, 13, 28, 34, 36), and role-play (article #6, 8, 9, 23, 32, 34).
Consequent BCTs that were applied by the provider that followed the execution of the
desired self-management behaviour mostly concerned giving feedback, which could
be further distinguished into praise, corrective feedback, or descriptive feedback. Often
acombination of these types of feedback was used (16/36 studies, 44.4%). In nine cases,
some kind of reinforcement was provided (e.g., a consumable or activity; article #7, 12,
13,16, 17, 20, 21, 23, 32).

Several studies (n = 13) trained participants to apply BCTs themselves to attain the
targeted self-management behaviour. The antecedent BCTs that were taught concerned
the use of self-instructions (article #5, 7. 18, 23, 33, 36) or environmental cues (article #3,
22). Consequent BCTs applied by participants regarded some form of self-recording
or self-monitoring of the performed self-management behaviour, followed by self-
evaluation of the performance and self-reinforcement (article #16, 19, 20, 21), or praise
(article #5, 13, 33).
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Intervention effectiveness

Allstudies reported that the applied interventions were effective, which generally meant
that participants were better able to execute the targeted self-management behaviour
properly and independently after training. The 23 studies that collected follow-up data
generally found that training effects maintained over the follow-up period. The 15 studies
(41.7%) that examined generalisation of the trained self-management behaviour to other
settings ortasks, all found evidence for such generalisation effects. Studies thatincluded a
no-treatment control group all found that participants from the training groups performed
better than the control group (article #3, 8, 19, 20, 23), both immediately after training as
wellas at follow-up (in case follow-up data were available). In studies with several training
groups, results were mixed. Two studies only reported a significant improvement in the
community or in vivo training group, but not in the classroom group (article #17, 23). Other
studies found that training groups improved equally (article #32, 34) or that both training
groups improved performance but with one group outperforming the other (article #16,
20, 31). In two of these latter cases, the group with the most improvement received an
intervention that used more varied BCTs than the other training group.

Discussion and conclusion

Discussion

This systematic review analysed studies on interventions that aim to promote self-
management in daily life for adults with mild to moderate ID. We described the
effectiveness of the interventions, as well as the BCTs that were used to attain the
desired self-management behaviour. In all the included studies, the self-management
interventions were reported to be effective and positive effects generally maintained
over time. All studies that measured generalisation effects found that the trained self-
management behaviour generalised to other tasks or (daily life) situations. With regard
to the applied BCTs, in only a third of interventions were participants with ID trained to
apply BCTs themselves, whereas all interventions applied BCTs by means of the provider
of the intervention (e.g., trainer). Antecedent BCTs applied by participants included
self-instructions and the use of cues, consequent BCTs for example concerned self-
monitoring of the execution of the target behaviour and self-reinforcement. Providers
often combined several antecedent BCTs, mainly modelling, instructing, and prompting,
with several consequent BCTs such as providing feedback or reinforcement. The findings
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imply that interventions can promote self-management in people with ID, irrespective
of the targeted self-management behaviour and the intervention characteristics.

This review extends previous reviews that only analysed interventions for people with
ID that targeted a specific self-management domain le.g., 12, 34l or BCT le.g., 24, 591. In
line with previous reviews, the included self-management interventions showed positive
results, but it was difficult to determine which factors contributed to the interventions'
effectiveness. Previous studies have suggested that a combination of multiple BCTs is
most effective in promoting behaviour change [34, 971. However, itis yet unknown which
particular combinations might be especially effective for this population. Our finding that
the studied interventions were considered to be effective is promising, as this implies
that people with ID can improve their self-management in daily life, regardless of the
target behaviour, the specific intervention characteristics, and applied BCTs. It seems
that as long as people with ID are provided with a self-management training, they are
able to manage their affairs more independently, regardless of the type of affairs or self-
management behaviour that is targeted. However, the finding that all interventions were
reported to be effective also suggests a possible publication bias [98. In addition, studies
were generally of poor quality, which further suggests a high risk of bias. Sample sizes
were often very small, a (multiple) case study design was used in two thirds of studies,
and only few studies included a control group. Notably, quantitative data on results was
often missing or incomplete. As a result, the interpretation and generalisation of the
positive findings must be conducted with great caution and hence no firm conclusions
can be drawn.

Regarding the BCTs that were used in the reviewed interventions to attain the targeted
self-management behaviour, it was found that in most cases only the provider applied
BCTs. This means that most of the times when people with ID were trained to promote
their self-management, they were still largely dependent on the provider of the training.
One could argue however, that a more effective and efficient way to promote overall self-
managementin people with ID is to teach them to apply BCTs or strategies themselves,
such as self-instructions, self-rules, or general problem solving. This could reduce the
need for proximity of a provider [99l. Especially since support staff already feel they
cannot provide the quality of care that is needed for people with ID [19], a decreased
dependence on the support provider is important to consider in self-management

interventions. Furthermore, BCTs used by participants themselves can more easily be
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applied to other self-management tasks or situations 166, 99-101l, although whether
this will occur might depend on the cognitive level of the person with ID.

If generalisation of BCTs is to be achieved, this needs to be targeted in interventions.
However, even in the reviewed interventions in which BCTs were applied by participants,
they only focused on the application of BCTs for specific behaviours. These behaviours
often concerned very specific practical skills necessary at home or in the community,
such as making a telephone call or withdrawing cash. Looking at the quality of life
domains as proposed by Schalock [102], the focus of self-management interventions
for people with ID has mostly been limited to the domains of personal development,
material wellbeing, and physical wellbeing. On the contrary, domains as interpersonal
relations, self-determination, social inclusion, and rights were hardly addressed in the
reviewed interventions. Only three interventions targeted self-determination or rights
[65, 67, 69], but these again only focused on a specific domain or context (e.g., making
sexuality-related decisions). Therefore, to promote the overall quality of life of people
with ID, interventions may need to go beyond the training of singular practical skills.

Limitations

With regard to the limitations of this study, we conducted a systematic review instead of
ameta-analysis, because of the heterogeneity in study designs, types of interventions,
and outcome measures. In addition, we could not analyse which factors (e.g., participant
or study characteristics) contributed to the effectiveness of interventions, how these
factors contributed, and to what extent. We also could not analyse whether interventions
inwhich BCTs were applied by participants with ID were more effective than interventions
in which providers (mainly) applied the BCTs. Reasons for this were that all interventions
were found to be effective, that sometimes only qualitative descriptions of results
were reported, and that quantitative data (e.g., effect sizes) were often incomplete.
Other important information was also often not reported. This included information
regarding age, diagnosis of ID, recruitment of participants, inclusion and exclusion
criteria, moments of assessment, whether and how interventions were tailored, the
provider, the length and intensity of the intervention, and the applied BCTs. This all
hampers the aggregation of data and thus the deduction of factors contributing to
interventions' effectiveness, as well as a further examination of the specific groups of
people with ID for which interventions are particularly effective. Also, the total sample
size of all reviewed studies was relatively small, which limits the generalisability of our
findings. The abovementioned limitations are not only commonly present in studies on
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self-management interventions, but also in other types of studies in the field of ID, such

as studies on lifestyle change interventions [61, 62].

For future studies on self-management interventions it is recommended to provide more
detailed information about the results and the participant and intervention characteristics.
In addition, given the frequent occurrence of relatively low quality studies in this field,
there is a need for studies with a high quality and a low risk of bias (e.g.. by means of
larger samples and randomisation). Aspects to consider in future interventions concern
the wider application of BCTs by people with ID themselves, thereby aiming to promote
overall self-management and quality of life, instead of solely targeting a particular
practical skill. The transfer and generalisation of the target behaviour to daily life and
across settings also needs to be incorporated in the interventions, as well as in the

assessment of the intervention outcomes.

Conclusion

In sum, this review described a broad range of interventions for people with mild to
moderate ID that aim to promote their self-management in daily life, thereby also
evaluating the effectiveness of the interventions and the applied BCTs. Interventions
generally targeted a particular skill by using a combination of several BCTs, mainly
applied by the provider of the training. Although the results must be interpreted with
caution due to the poor methodological quality of most studies and the resulting high
risk of bias, the finding that all interventions were reported to be effective suggests
that additional training can aid in the promotion of self-management in people with ID,
regardless of the specific skill that is trained and the type of intervention that is provided.
Further research is necessary to study the interventions'’ effectiveness more thoroughly,
for example by examining what factors contribute to the effects of interventions.
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Appendix A. Search strategy

PubMed search strategy

("Self Care'lmajrl OR "self care'ltil OR "self management’[til OR “self reliance’[ti] OR
self relian’ltil OR “Independent Living'lmajrl OR “independence’ltil OR “indepedent’ltil
OR "daily living skills"[til OR “daily living skill'[til OR "Activities of Daily Living"lmajrl OR
“adaptive functioning'ltil OR "Self Efficacy’[majrl OR "self efficacy’ltil OR "self-efficacy"[til
OR "selfefficacy’ltil OR "self efficacies’[til OR “self efficacious’[til OR "self efficiency’[ti]
OR "self efficient[ti] OR "self efficiently'[til OR "self regulation’[til OR “self regulated
efficacy’[til OR "ability to function'ltil OR “functional capacity’[til OR “coping ability"[ti)
AND ("Intellectual Disability'[majrnoexpl OR "Intellectual Disability'[til OR "Intellectual
Disabilities'[ti] OR "intellectually disabled'[ti] OR "Mental Retardation’[til OR "Mental
Retardations'[til OR "Mental Deficiencies'[til OR "Mental Deficiency'[til OR "'mentally
disabled'[til OR "'mental disability"[til OR "mental disabilities'[til OR "mental handicap'[ti]
OR "mental handicaps'ltil OR "mentally handicapped'ltil OR "'mentally retarded"[til OR
"developmental disability"[til OR "developmental disabilities'ltil OR "neurodevelopmental
disability"ltil OR "neurodevelopmental disabilities'[til OR "development disability"[til OR
"development disabilities'[til OR "'multiple disabilities[ti] OR "learning disabilities’[til OR
"learning disability"[ti) AND (“Clinical Study'[Publication Typel OR “Clinical Studies as
Topic'[Mesh] OR "trial’ltw] OR intervention’tw] OR “training’ltw] OR “Evaluation Studies
as Topic'[meshl OR “Evaluation Studies” [Publication Typel OR “Validation Studies’
[Publication Typel OR "Validation Studies as Topic'[Mesh]) NOT (("Adolescent’Imesh] OR
‘Child"[meshl OR “Infant’[meshl) NOT (‘Adult’'lmeshl OR "Aged’lmesh)
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Appendix B. Description of applied Behavioural Change

Techniques

Behavioural Change
Technique

Applied by the
participant

Self-instruction
Self-recording

Self-monitoring

Self-evaluation

Self-reinforcement

Use of cues

Applied by the provider
Chaining

Compensatory
techniques

Environmental
restructuring

Feedback
Corrective
Instructive
Descriptive

Praise

Description

Person instructs himself (aloud or silently) before or during
execution of the target behaviour to encourage, support, and
maintain action.

‘Self-monitoring of behaviour': Person keeps a record of specified
behaviour(s) as a method for changing behaviour (Michie et al. 2011).

Similar to self-recording, except that the executed behaviour is not
recorded, but merely monitored by the person in relation to the
desired outcome.

‘Review of behavioural goals" A review or analysis of the extent to
which previously set outcome goals were achieved (Michie et al.
2011).

‘Rewards contingent on effort or progress towards behaviour"
The person uses praise or rewards for attempts at achieving a
behavioural goal (Michie et al. 2011).

‘Use of prompts/cues’ Person is taught to identify environmental
prompts which can be used to remind him to perform the behaviour
(Michie et al. 2011).

The target behaviour is broken down into smaller steps (‘behaviour
chains). The person gradually learns to perform the target
behaviour by subsequently building one step onto the previous
learned step(s) in the sequence.

Using new approaches to execute the target behaviour by working
around/compensating for the difficulties.

‘Environmental restructuring’: The environment is altered in ways so
that it is more supportive of the target behaviour (Michie et al. 2011).

‘Provide feedback on performance”: Providing the person with data
about their behaviour or commenting on a person's behavioural
performance (Michie et al. 2011).

Providing feedback in which errors are corrected.

Providing feedback in which the person is told how the target
behaviour should have been performed.

Reviewing the performance of the person, without attaching any
value to this.

Expressing admiration or approval, giving compliments to the
person.
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Behavioural Change
Technique

Applied by the provider
Generalisation

Instructions

Modelling
Physical guidance

Prompts
Reinforcement

Roleplay

Shaping

Description

‘Prompting generalisation of a target behaviour: Once a behaviour
is performed in a particular situation, the person is encouraged or
helped to try it in another situation (Michie et al. 2011).

‘Provide instruction on how to perform the behaviour”: Telling the
person how to perform a behaviour or preparatory behaviours,
either verbally or in written form (Michie et al. 2011).

‘Model/demonstrate the behaviour: Showing the person how to
perform a behaviour (Michie et al. 2011).

Performing the target behaviour together with the person, while
physically guiding the person through the correct response.
Providing the person with a cue to elicit the correct behaviour.

‘Provide rewards contingent on successful behaviour': Reinforcing
successful performance of the target behaviour. The reward/
incentive must be explicitly linked to the achievement of the specific
target behaviour (Michie et al. 2011).

Rehearsing the target behaviour with the person by acting in a
simulated situation.

‘Shaping": Graded use of contingent rewards over time to encourage
the execution of the target behaviour (Michie et al. 2011).
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