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Abstract

Mc Hugh, E. (2015). Implementing a program for parents with intellectual disability: Peer
support as an interactive support system
Department of Psychology, University of Gothenburg, Sweden.
There is growing focus on equal rights and inclusion for individuals with intellectual
disability (ID), including the right to have children (Article 23 of the UNCRPD).
Implementation of appropriate, research-based practices is therefore integral to supporting
these parents. The current thesis examined implementation of an evidence-informed parent
education program for parents with ID in Sweden, called Parenting Young Children (PYC).
The overall aim of the empirical studies was to investigate the Swedish Implementation
Support Model (SweISM), designed for assisting implementation of PYC in Sweden. As part
of the SweISM, particular focus was placed on the use of peer support groups, a method
which there is currently little knowledge of in the implementation context. The studies aimed
to examine how the SweISM works in practice, to identify limitations and opportunities, and
to investigate interactions between the support and delivery system. A predominantly
inductive, qualitative approach was used. Study I explored perceptions of competence
development and the training process in Swedish program users (support workers) who
attended PYC training in 2010 and participated in monthly peer support groups. Five focus
groups discussed experiences of PYC on two occasions; after initial training, and one year
later. Twelve of these support workers also completed a competency questionnaire after
training, and one year later. Overall, perceived competence was high and increased over time,
with greatest perceived skill improvement in developing and individualizing interventions to
strengthen parents’ ability to learn. Peer support groups were thought to be beneficial for
performance evaluation, exchange of information and coping with problems. Using PYC with
parents, rather than indirect training, was perceived to be critical in gaining confidence and
refining skills. However, accessing the target group to practice skills was thought to be
difficult. Study II explored peer support groups in greater depth by investigating peer group
facilitators’ (Area Coordinators) experiences and perceptions of working in the groups, their
perceptions of group structure and content, and development of groups over time. Between
2012-2013, PYC support workers and Area Coordinators attended monthly peer support
groups. Five Area Coordinators completed forms each month after meetings, over a mean
period of 11 months. The forms recorded topics covered, difficulties experienced by the group
and general reflections about meetings (15 peer groups, 160 meetings in total). Four of these
facilitators attended a focus group about experiences of facilitating meetings and interacting
with organizations. Results showed that Area Coordinators perceived several opportunities
and barriers to program implementation within the groups. Interaction between the peer
support groups and the organization was thought to be particularly important, but difficult to
achieve. Opportunities to develop Area Coordinators’ training and strengthen interaction
between peer groups, Area Coordinators and organizations are discussed.
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support, parenting, Parenting Young Children, peer support
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Svensk sammanfattning (Swedish Summary)
Under de senaste 50 åren har attityder till personer med intellektuella funktionshinder (IF)
genomgått drastiska förändringar och idag blir personer med IF allt oftare föräldrar. Forskning
visar att föräldrar med IF kan behöva ett stöd i sitt föräldraskap som
är anpassat till deras behov. Parenting Young Children (PYC) är ett australienskt,
evidensbaserat (evidence-informed) utbildningsprogram, som i första hand är utvecklat för
föräldrar med IF som har barn som är yngre än sju år. PYC översattes och lanserades till
svenska
yrkesverksamma
för första gången under 2010,
och
är
det
första
föräldrautbildningsprogram i Sverige som tar hänsyn till föräldrars funktionsnedsättningar.
Denna licentiatuppsats ägnas åt implementering av PYC i Sverige och är en del av ett
treårigt forsknings- och utveklingsprojekt mellan 2010-2013, med särskilt fokus på stöd för
yrkesverksamma. Swedish Implementation Support Modellen (SweISM) har utformats
särskilt för att stödja implementering av PYC i Sverige. Modellen inkluderar inte
evidensbaserade implementeringsstöd, utan undersöker istället hur potentiella
kostnadseffektiva och hållbara metoder fungerar i praktiken. SweISM innehåller både en
inledande utbildning, och ett kontinuerligt stöd i form av kollegialt metodstöd i grupper (peer
support groups) en gång per månad. Varje grupp har en områdesansvarig (Area Coordinarors)
som är yrkesverksam och har erfarenhet av att arbeta med PYC. De områdesansvariga
fungerar som samordnare och samtalsledare för grupperna. Det finns lite kunskap om
hur sådant stöd fungerar i implementeringsprocessen.
Denna licentiatuppsats ger fördjupad bakgrundsinformation om PYC programmet och
dess implementering i Sverige. Såväl teoretisk som forskningsunderbyggd för att förstå både
sammanhanget och modellen SweISM. Jag fokuserar mest på systemteorier, social
inlärningsteori, och forskning som handlar om kollegialt metodstöd och lärande, som
bakgrund till de empiriska studierna. I båda de empiriska studierna används främst induktiv
kvalitativ analys att undersöka de områdesansvariga och PYC-handledarnas (support workers)
erfarenheter av SweISM.
Studie I undersökte uppfattningar om kompetensutveckling och utbildningsprocessen
hos svenska PYC-handledare som deltog i PYC utbildning under 2010 och som deltog i
kollegialt metodstöd i grupper varje månad över ungefär ett år. Tio fokusgrupper som
diskuterade erfarenheter av PYC genomfördes; fem efter utbildningen, samt fem, ett år senare.
Tolv PYC-handledare svarade också på en kompetensenkät efter utbildningen, och ett år
senare. Resultaten visade att PYC-handledarna rapporterade att de hade högre kompetens för
att kunna arbeta med föräldrar med IF efter PYC-utbildning och efter delaktighet i kollegiala
stödgrupper. Deltagarna var i allmänhet positiva till PYC-manualen och utbildningen.
Stödgrupper ansågs vara till nytta för utvärdering av prestanda, utbyte av information och
för att diskutera problem med
varandra.
Det
uppfattades
som
avgörande
för
kompetensutveckling att använda sig av programmet med föräldrar med IF, dock beskrev
många PYC-handledare problem med att hitta föräldrar att använda programmet med.
Överförande av kunskap från träning till praktik upplevdes som svår.
Studie II hade som mål att djupare undersöka användning av kollegiala stödgrupper ur
de områdesansvarigas perspektiv. Struktur och innehåll, områdesansvarigas uppfattningar av
sin roll, samt utveckling av grupper över tiden undersöktes. Mellan 2012-2013, deltog PYChandledare i kollegiala stödgrupper varje månad. Fem områdesansvariga fyllde i formulär
varje månad efter möten, där de rapporterade vilket tema som valdes för diskussion vid
dagens möte, svårigheter i gruppen och allmänna reflektioner om mötena (15 kollegiala
stödgrupper, 160 möten totalt). Fyra av dessa handledare deltog i en fokusgrupp om
erfarenheter av att vara områdesansvarig och att interagera med verksamheter som använder
PYC. Deltagarna uppfattade flera möjligheter och hinder för implementering av programmet
och i deras arbete som områdesansvariga. Totalt sett beskrev deltagarna både personliga och
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professionella utmaningar i deras arbete vilket tyder på ett behov av mer stöd och träning för
områdesansvariga. Kommunikationen mellan kollegiala stödgrupper och verksamheter anses
vara särskilt viktig, men svår att uppnå. Grupperna fokuserade främst på att sätta mål med
föräldern och att kommunicera och introducera PYC i familjer. Det fanns mindre fokus på
särskilda undervisningsmetoder. Sammanfattningsvis illustrerar de två studierna hur samspel
mellan support systems och delivery systems kan spela en viktig roll i implementering. Det
kan finnas ett särskilt behov av ökat samarbete och samspel mellan dessa två system.
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Introduction
There is growing focus on equal rights and inclusion for individuals with intellectual
disability (ID) in all aspects of life, including the right to marriage, family and parenthood
(Article 23 of the UNCRPD; United Nations, 2006). Research indicates that, apart from their
disability, people with ID face external challenges to providing adequate child care that are
not faced by the general population to the same extent (for a review of the research see
Collings & Llewellyn, 2012). Specialized support and services appear to help parents with ID
to improve various parenting skills and to cope with these challenges (e.g., Eyberg, Bogg, &
Algiria, 1995; Feldman & Case, 1997). Fundamental to the success of such support, however,
is successful implementation. Implementation is defined here as specific actions and activities
that are used to put a program or intervention of known dimensions into action (Fixsen,
Naoom, Blase, & Friedman, 2005). Interventions refer to the treatments and prevention efforts
that are implemented within organizations, which ideally should have supporting research
evidence (Fixsen et al., 2005).
Barriers to implementation of evidence-informed practices have been well documented
internationally (e.g., Pravikoff, Tanner, & Pierce, 2005; Murphy & McDonald, 2004;
Bellamy, Bledsoe, Mullen, Fang, & Manuel, 2008). In Sweden, despite governmental efforts
to increase usage of evidence-based practices, researchers argue that there is a need to develop
the knowledge base of social work practice and education (Börjeson & Johansson, 2014; The
National Board of Health and Welfare, 2010). Furthermore, there is no one prescribed method
of implementing evidence in practice, and different approaches may work in different
situations (Oxman, Thomson, Davis, & Haynes, 1995). Given the multiple contextual factors
involved, studies which follow the implementation process of specific interventions have the
potential to highlight previously relatively unstudied issues in the social services, such as the
provision of support for parents with ID.
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This thesis examines an implementation support model put in place to assist the
implementation of an evidence-informed parent education program, developed for parents
with ID, called Parenting Young Children (PYC). This model is hereafter referred to as the
Swedish Implementation Support Model (SweISM), and is investigated from the perspective
of program users across several implementation sites, using data from the first three years of
implementation in Sweden. The SweISM provided program training and ongoing-support for
practitioners and agencies. Peer learning methods were utilized in the form of peer support
groups, described in later sections. Little is known about how this type of implementation
support works formally in the implementation process. Furthermore, previous to the
introduction of the PYC program, no specialized parenting supports for parents with ID
existed in Sweden. Investigation of opportunities and challenges to providing such services is
therefore important. In summary, the focus of the empirical studies is motivated by two
issues: 1) a requirement for specialized parenting support for parents with ID in Sweden and
2) the need for greater understanding of how implementation supports for such programs
work in context. This thesis provides deepened contextual information about the PYC
program and a theoretical underpinning for both the implementation context and the
implementation supports used.
The thesis is divided into three sections. In the first section I discuss the concept of ID,
parents with ID and parent support more broadly as a background to the PYC program. The
second section is concerned with the PYC program and its implementation, as well as a
theoretical background of the empirical studies (namely, a systems framework of
implementation, and social learning theory). In the third section, the two empirical studies are
summarized and discussed.
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Section 1
Disability and parenthood
The introduction of the PYC program in Sweden in 2010 has taken place in a national and
international context, wherein knowledge and perspectives of ID and parenthood have
evolved. This includes definitional and attitudinal changes, and the development of legal
frameworks intended to increase equality for individuals with disabilities. While some
progress has been made, much work remains. Here, I describe changes in Sweden which have
made it possible for people with ID to have children, as well as the challenges which are
currently faced in providing appropriate support. I also discuss the concepts of disability and
ID, and provide a brief outline of extant research on support for parents with ID
internationally and in Sweden.
The path to parenthood and legal rights in Sweden
As

part

of

what

the

social

services

called

the

normalization

principle

(normaliseringsprincipen), throughout the 1970s and 1980s people with disabilities gained
greater freedom to make decisions about their lives and become active members of the
community (Bruno, 2012). In the 1960s the marriage ban for people with ID was lifted, and in
1975 the sterilization legislation was changed. Today, sterilization may only be performed if
requested directly by the individual (Areschoug, 2005).With the introduction of the Care Law
(Omsorgslagen) in 1968, people with ID became legally entitled to health care, housing and
employment (Bruno, 2012). The shift from segregation to integration meant that individuals
who previously lived in mental hospitals and institutions joined the rest of society. At this
time care was also successively decentralized from the state to municipalities (kommun).
However, the municipalities lacked resources to cope with the increasing numbers of patients
resulting from deinstitualization. Organizations for protecting and supporting people with ID
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were therefore formed, and day centers, group homes and other resources began to take shape
(Bruno, 2012).
In 2000, the Swedish parliament introduced a national action plan (“From patient to
citizen”) outlining goals and future directions for disability policy (Socialdepartementet,
2000). This action plan aimed to increase integration and accessibility across all sectors of
society, including: “the possibility for people with disabilities to live family lives…to ensure
that laws do not discriminate against people with disabilities in relation to sexual
relationships, marriage and parenthood” (Socialdepartementet, 2000, p.160). The UN
Convention on the Rights of Persons with Disabilities (UNCRPD, United Nations, 2006)
contains similar sentiments and was ratified in Sweden in 2007. Article 23 in particular states
that the signatories “shall take effective and appropriate measures to eliminate discrimination
against persons with disabilities in all matters relating to marriage, family, parenthood, and
relationships, on an equal basis with others” (United Nations, 2006). The Swedish Agency for
Disability Policy Coordination (HANDISAM) is now responsible for following and
promoting the implementation of the convention in disability policy.
The Social Services Act (Socialtjänstlag, SOL, 2001) and The Act Concerning Support
and Service for Persons with Certain Functional Impairments (Lag om stöd och service till
vissa funktionshindrade, LSS, 1993) are laws for the provision of support for people with ID
in Sweden of particular relevance. SOL oversees how the social services work. It states that
individuals have the right to assistance if their needs cannot be met through other means. The
type of assistance is not specified, and the law applies to all individuals in need of support
(Trydegård & Szebehely, 2008). On the other hand, LSS is aimed specifically at children and
adults younger than 65 years of age with developmental disability, autism or permanent ID
resulting from brain injury, and those with other physical or mental impairments not
associated with normal aging. Ten different kinds of possible support are outlined, which
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may relate to basic needs, assistance in work, school, household tasks and leisure activities.
Equality, self-determination and the right to live a normal life are emphasized; however, the
meaning of these terms is up for interpretation (Bergstrand, 2011) and, notably, support in
parenthood is not mentioned. From a legal perspective, neither SOL nor LSS outline what
kind of additional support parents with ID should receive.
The question of parent support for parents with ID therefore remains a difficult issue.
The Swedish government provides parental support to all parents, which aims to give
“knowledge about children’s health, emotional, cognitive and social development and/or
strengthen the parent’s social network” (Regeringskansliet, 2009, p. 4). Specialized supports
for parents or children with disabilities are not addressed (Regeringskansliet, 2009). Parents
with ID therefore easily fall into a gap in which they may not be provided with adequate or
appropriate support, particularly in light of research findings which suggest that mainstream
parenting support may be inaccessible or inappropriate for parents with ID (Tarleton, Ward, &
Howarth, 2006).
Although supports developed specifically for this target group are not widely available,
the provision of specialized supports and services is often contingent on categorizing and
labelling individuals as having ID. However, there is no ubiquitous definition of ID, it is an
evolving concept with different definitions depending on the field of study, theoretical
perspective and attitudinal changes in society over time (McConnell & Llewellyn, 2002).
Defining and identifying parents with Intellectual Disability
Several terms which are synonymous or closely related to ID are commonly used in research
in the field, for example, cognitive or intellectual limitations, developmental disability,
learning difficulty, intellectual impairments, or mental retardation (Collings & Llewellyn,
2012). Administrative classification, attendance at special school, self-report and measures of
adaptive behavior are just some of the indicators used by researchers to identify people with
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ID (e.g., McBrien, 2003). ID is therefore a term which can include a wide span of individuals
with varied cognitive and intellectual difficulties, wherein different definitions are reflective
of different assumptions. Models of disability can help to provide a greater understanding of
different perspectives of ID.
Terminology used before the phrase ID came into wider use, such as mental deficiency
or mental subnormality, had an individual perspective of disability (Wehmeyer et al., 2008).
This deficit model purports that people with ID have shortcomings which should be fixed.
The medical model is a variation of the deficit model which views disability as a health
condition that should be treated (Pfeiffer, 2002). In clinical practice in Sweden, diagnostic
tools use the deficit model of disability in order to classify individuals as intellectually
disabled. Diagnostic manuals include the International Statistical Classification of Diseases
(ICD) (World Health Organization, 1992) and the International Classification of Functioning,
Disability and Health (ICF) (World Health Organization, 2001), as well as the Diagnostic and
Statistical Manual of Mental Disorders (DSM) (American Psychiatric Association, 2013). For
example, the ICD-10 uses the term mental retardation, focusing on disability and
conceptualizing ID as a health problem:
“Mental retardation is a condition of arrested or incomplete development of the mind
which is especially characterized by impairment of skills manifested during the
developmental period, which contribute to the overall level of intelligence, i.e.
cognitive, language, motor, and social abilities” (World Health Organization, 1992,
p.176).
The International Classification of Functioning (ICF) acts as a complement to the ICD-10,
however, it also includes functionality and participation. The DSM-5 highlights deficiencies
in the conceptual, social and practical domains which may be indicative of ID (World Health
Organization, 2001). In all three of these diagnostic manuals, IQ scores and general rules of
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thumb for cut off criteria (i.e., IQ of <70 as indicative of ID) act as a relatively clear-cut
operationalizations of ID.
These diagnostic systems have been criticized on the basis that they ignore structural
oppression, discrimination and disadvantages faced by people with disabilities (Gillman,
Heyman, & Swain 2000). A potential downfall of this type of labelling is the standardization
of individuals, and the possibility that practitioners will therefore become insensitive to
individual differences (Söder, 1989). The social model instead emphasises social and
environmental factors outside of the individual’s intellectual capacity which can explain
negative outcomes. From this perspective, disability is constructed through interactions
between people, rather than being an aspect of the individual (Hedlund, 2009). For parents
with ID, difficulties in the parenting role may therefore be a result of a lack of resources and
support, or childhood experiences of abuse and neglect (Neely-Barnes, Zanskas, Delavega, &
Evans, 2014).
The relative model views disability as the result of a combination of both medical and
social phenomena. A range of possible approaches may then be appropriate to help people
with disabilities, which are aimed towards both the individual and their environment.
(Hedlund, 2009). The relative model has been particularly influential in guiding Swedish
policies for disabled people (Berg, 2005), such as the “From patient to citizen” action plan
outlined previously (Socialdepartementet, 2000).
The International Association for the Scientific Study of Intellectual Disabilities
(IASSID Special Interest Research Group on Parents and Parenting with Intellectual
Disabilities, 2008) proposes that most parents with ID are likely to have mild or borderline
impairments according to diagnostic criteria such as the DSM. This makes this population
difficult to identify, as they may have little contact with disability services, or may never
receive a formal diagnosis (Coren, Hutchfield, Thomae, & Gustafsson, 2010). The hidden
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majority are individuals who throughout school were “labelled as ‘slow’, having
developmental delay, learning difficulties or intellectual disabilities” (IASSID Special Interest
Research Group on Parents and Parenting with Intellectual Disabilities, 2008, p.297). Their
cognitive abilities are not questioned again until they have children.
Prevalence of parents with Intellectual Disability. This hidden majority of parents
with ID, along with definitional problems, variations in screening and diagnosis and
inconsistent record-keeping, make estimations of the prevalence of these parents very difficult
(IASSID Special Interest Research Group on Parents and Parenting with Intellectual
Disabilities, 2008). Researchers in the field often make reference to indirect and anecdotal
indications that number of parents with ID is on the rise, such as increasing referral of parents
labelled as intellectually disabled to social services (e.g., McConnell, Llewellyn, & Ferronato,
2002; Guinea, 2001). Some estimates of prevalence rates, however, have also been made
internationally. Estimates from the UK vary from 23 000 to 250 000 (Morris, 2007), or more
recently, just over 1% of the parent population (Emerson & Bringham, 2014). In Norway,
0,2% of all children are estimated to have a parent with a formal diagnosis of ID, however,
this figure is closer to 1% if parents with mild/borderline ID are included (Tøssebro, Midjo,
Paulsen, & Berg, 2014).
Similarly, in Sweden it has proven difficult to provide a good prevalence estimate. The
Swedish National Board of Health and Welfare have no official records of parents with ID (C.
Gustafsson, personal communication, May 4, 2015). Extant prevalence studies are based in
specific regions and are likely to have overestimated rates due to broad inclusion criteria, or
underestimated rates due to excluding fathers or parents who do not receive support through
the social services. In 1995, a survey was conducted in Skaraborg which found that 15% of
women identified as intellectually disabled had children, in other words, the prevalence of
children born to mothers with ID was 0.14% (Bager, 2003). Another study looked at the five-
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year incidence of children born to mothers with ID in the county of Blekinge, resulting in an
estimate of about 225 children born to mothers with ID per year (Weiber, Berglund,
Tengland, & Eklund, 2011). More recently, attempts have been made to do similar surveys in
Västra Götaland (Mensas, 2013), however this research has been unsuccessful due to
problems in accessing necessary information. There is general agreement, however, that
greater equality results in increased numbers of parents with ID, which in turn generates
demand for specialized supports (Woodhouse. Green, & Davies, 2001). It can also be argued
that, regardless of the presence or absence of formal diagnosis, parent education which is
appropriate to individuals with varied learning styles and needs should be available.
Evidence-Based and Evidence-Informed Programs to support parenthood
Approaches to working with parents with ID can draw on knowledge from different sources,
such as advice from peers and supervisors, personal experiences, theory or research evidence.
Interventions may be relatively unstructured, or take the form of parent training programs
which are: “manualized interventions aimed at improving the capacity of parents to support
their children’s emotional and behavioral development” (Stewart-Brown & SchraderMcmillan, 2011, p. i18). These programs may have either no supporting research evidence, or
varying degrees of evidence. Evidence-Based Programs (EBP) can be defined as providing
specific guidelines for practice that have been demonstrated by rigorous scientific research to
have positive outcomes (Metz, Espiritu, & Moore, 2007). The term Evidence-Informed
Program (EIP) includes programs which have some evidence of effectiveness, but have not
been subjected to rigorous evaluation (Metz et al., 2007).
There are several parenting programs with different theoretical backgrounds and varied
research support. These are most commonly based in social learning, relationship-based
education and cognitive behavioural training (Stewart-Brown & Schrader-Mcmillan, 2011).
Some parent training programs are currently implemented in Sweden, most of which are not
evidence-based (Thorslund, Hanse, & Axberg, 2014). Furthermore, all of these programs,
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with the exception of PYC, are directed towards a general population. Despite the lack of
widespread availability of programs for parents with ID, there is a growing knowledge base
on both parents with ID and appropriate interventions, outlined below.
Research on parents with Intellectual Disability and their children. Llewellyn and
colleagues (2010) identified three waves of research in disability spanning five decades, each
of which have parallels with the models of ID discussed above. The first wave began in the
1950s and focused on heritability of ID, originating from the perspective that that people with
ID are unfit to be parents. The second wave of research happened after the normalization and
disabilities rights movements in the 1990s, and shifted focus to the abilities and potential of
people with ID as parents. Since the early 1980s, parent training of various kinds was
developed, usually in the form of basic child care training aimed at mothers. Finally, in the
third wave of research, researchers turned focus towards social and environmental
circumstances which impact parenting (Llewellyn et al., 2010).
There is also a body of research that specifically investigates the lives of children of
parents with ID. It is generally thought that these children have increased risk for neglect,
psychopathology and developmental problems (Socialstyrelsen, 2005). Some retrospective
studies suggest that the extended family play a particularly important supportive role (Booth
& Booth, 1998; Traustadóttir & Sigurjónsdóttir, 2008). Other studies indicate that these
children face social difficulties such as isolation and bullying (Collings & Llewellyn, 2012;
Collings, 2014; Lindblad, Billstedt, Gillberg, & Fernell, 2013). Birth complications and social
isolation of the parent are some of the factors which have been associated with poorer child
outcomes (Collings & Llewellyn, 2012). Information about the living conditions of these
children and the general caregiving abilities of their parents is currently quite limited.
Research on parent training is most relevant for the current thesis, and is therefore outlined in
brief below.

11

Parenting support for parents with Intellectual Disability. The focus and approach
of training interventions for parents with ID has included the use of attachment theory and
video-feedback (Hodes, Meppelder, Schuengel, & Kef, 2014), instruments for designing
individual injury prevention education (Tymchuck, Lang, Sewards, Lieberman, & Koo,
2003), and more general models for good practice (McGaw & Sturmey, 1994). Earlier
interventions typically targeted practical skills such as shopping, planning meals and changing
nappies (Sarber, Halasz, Messmer, Bickett, & Lutzker, 1983; Feldman et al., 1992).
Contemporary interventions also address relationship and interactional skills between the
parent and child (Mildon, Wade, & Matthews, 2008; Hodes et al., 2014). In 1994, Feldman
did the first comprehensive review of parent intervention studies, and in 2008 Wade,
Llewellyn and Matthews updated this with a systematic review of studies since 1994. Both
reviews suggested that parents with ID can learn adequate parenting skills with assistance.
Feldman (1994) recommended the use of behavioral techniques such as modelling, feedback
and reinforcement used as part of home-based interventions. Wade and colleagues (2008)
later suggested that research has given little attention to generalization of skills and contextual
factors, and so conclusions about the success of interventions are somewhat limited.
Similarly, a Cochrane review (Coren et al., 2010) highlighted that there is a lack of high
quality research in this area, with only three Randomized Control Trial studies to date, and
research which indicates that only some parents show improvement in parenting skills and
knowledge. More recently, another systematic review (Wilson, McKenzie, Quayle, & Murray,
2012) supported earlier recommendations and further called out for more large-scale,
controlled studies to provide stronger evidence of the efficacy of such interventions (Wilson
et al., 2012).
Other research indicates that promising interventions outlined in the extant research
base are less successfully translated into practice. Firstly, parents themselves have been
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reported to be dissatisfied or resistant to some interventions that they receive from
professionals (Wilson et al., 2013; Starke, 2010). It has also been reported that professionals
find work with these parents to be difficult (Starke, 2011). Ultimately, while the knowledge
base relating to these parents and specialized interventions is expanding, there is a real need
for continued research in order to provide a more accurate picture of appropriate and effective
support for these families.
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Section 2
Implementing the Parenting Young Children program
The distinction between implementation and interventions or programs is an important one, as
even the most effective intervention will not be successful unless it can be translated into an
applied setting (Fixsen et al., 2005). Even seemingly simple interventions, such as hand
washing, prove surprisingly difficult to achieve both compliance and maintenance (Rees et al.,
2013). It is not surprising then that more complex interventions, such as parent education
programs, can pose a host of problems. It is therefore important to now shift attention from a
broader view of parents with ID and parent support, to the main focus of the current thesis:
the PYC program and its implementation. This section firstly describes the PYC program and
its implementation in Sweden, including the Swedish Implementation Support Model
(SweISM), and the PYC delivery system. Secondly, research and theory which motivates the
design of the SweISM and focus of the empirical studies are discussed.

A systems

perspective of implementation (Wandersman et al., 2008) forms the main theoretical basis for
understanding the implementation of PYC and the provision of implementation supports. This
perspective emphasizes social interactions and is thus a good fit with peer learning and
support as a potential aid to program implementation.
The Parenting Young Children program
PYC is a home-based intervention for parents with ID who have children under seven years of
age, originally developed in Australia. In answer to the need for a tailored parenting support
program for individuals with ID, PYC was translated and contextualized for the Swedish
context in 2010 (Starke, Wade, Feldman, & Mildon, 2013). Previous to the introduction of
PYC, no such program aimed at parents with ID existed in Sweden. PYC was chosen because
its social pedagogic methods and ethical values were thought to be a good fit for Swedish law
and regulations that promote empowerment, respect and collaboration.
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In PYC, collaboration with the parent, individualized interventions, and empirically
supported teaching strategies are emphasised (Mildon et al., 2008). Program contents are
based on the parent’s own goals, learning style and pace. PYC comprises two modules;
Parent-Child Interaction (based on Eyberg’s Parent–Child Interaction Therapy; Eyberg, Bogg,
& Algiria,1995) and Child Care Skills (based on research by Maurice Feldman; e.g., Feldman
& Case, 1997). In the Parent-Child Interaction module, parents are taught to plan engaging
play and learning activities for their child, using positive attention, praise, descriptive
statements, and modelling. Positive interaction skills are emphasized, as well as cooperation,
creativity, and prosocial behavior. The second module focuses on caregiving tasks and aims to
facilitate good child health outcomes and development, through improvement of the home
environment and home safety. Both of these modules and the teaching strategies are
summarized in the PYC manual. The manual also contains instructions on how to set goals
with parents, conduct assessment and skill development sessions, as well as checklists and
task analysis forms.
Some research has been conducted on the PYC program in Australia and Sweden. This
research shows that, after intervention, Australian parents perceived lower stress, reduced
problematic behavior in the child, and reported more confidence in their parenthood.
Furthermore, parents perceived the program to be a good fit with their lives, goals and values
(Mildon et al., 2008). Starke (2015) conducted research on 9 Swedish parents using both
interview and questionnaire methods in a repeated measures design over 12 months of PYC
intervention. This study found that parents perceived a more positive relationship with their
PYC support workers, expressed satisfaction with the program, and perceived increased
clarity about the demands of parenthood. Other Swedish research has investigated the
program from the perspective of program implementers (Starke et al., 2013). Participants
thought that PYC was appropriate for their work environment and strengthened their work
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with parents with ID. However, there was some confusion about appropriate use of some
program materials, such as checklists.
Based on the research outlined above, and other evidence in support of the individual
methods that form the basis for the PYC program (e.g., modelling, role playing,
discrimination training), PYC is classified as an Evidence-Informed Program (Metz et al.,
2007). However, there is currently no knowledge of the effect of PYC on parenting outcomes
based on objective observational methods. Furthermore, PYC has been translated from
Australia to Sweden; interventions suitable for one group may not be applicable across
different populations or communities (Guerra & Knox, 2008). Culture can be important from
the perspective of the client and the agency, political, religious and economic factors, as well
as cultural norms for family life (Kumpfer, Pinyuchon, de Melo, & Whiteside, 2008). The
need to make adoptions and accommodations based on these various factors could pose
problems for fidelity. Some authors (e.g., Castro, Barrera, & Martinez, 2004) propose that
both surface and deeper changes to programs can be acceptable, provided that program
structure and key components are not affected. PYC has therefore been contextualized and
translated in close collaboration with the program developers, with care to avoid dilution of
key program components.
The Swedish Implementation Support Model (SweISM)
When the PYC program was imported and contextualized to Sweden, there were no specific
recommendations or outlines for implementation support and training of program users and
agencies. The SweISM was therefore developed; this model included initial training and
ongoing support, and aimed to ensure that program users retained knowledge about PYC after
initial training, to offer the opportunity to discuss problems encountered and to provide
feedback about program implementation. It did not include more intensive, structured and
evidenced-based methods of supporting practitioners or agencies, such as on-site coaching
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(Reinke, Stormont, Herman, & Newcomer, 2014). Instead it aimed to provide support that is
cost-effective and sustainable over the long term, by investigating the use of so-called peer
support as an alternative support method. The SweISM included three main elements;
workshops, monthly peer support groups and peer support group facilitators, known as Area
Coordinators.
Workshops. Workshops with the PYC program creators incorporated both lecturing and
active learning techniques, such as role play. Introductory workshops were aimed at program
users with no previous experience or training in the program; they provided basic knowledge
about goal setting, teaching methods and approaches to teaching child care and parent-child
interaction according to PYC. Booster workshops included more in-depth training for
program users who had already received introductory training. These workshops focused
more closely on program fidelity and problem solving relating to actual experiences from
using PYC in practice.
Monthly peer support groups. The peer support groups were intended to provide
continued support for skill development in working with parents with ID and to support the
implementation of PYC, by offering the opportunity to discuss problems encountered in
implementation and to receive feedback about program implementation. Meetings were semistructured and involved interacting with colleagues to discuss problems faced in
implementation, to reflect on experiences of using the program and to practice key program
skills.
Area Coordinators. Area Coordinators facilitated peer support group discussion,
organized times and venues and acted as a connection between the Swedish research team, the
Australian program developers, and the Swedish organizations where PYC was implemented.
They were supported by the research team and program developers, as well as having regular
meetings with other Area Coordinators. Area Coordinators were not PCY experts. However,

17

over the course of the 3 year project they accumulated considerable experience of the
program, and knowledge of problems in implementation from the different implementation
sites where they worked. They also received additional support from the program developers
and the research team in the form of meetings where they could ask questions and raise issues.

Figure 1. The PYC Swedish Implementation Support Model (SweISM)
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The PYC project: a timeline
PYC has been implemented in Sweden as part of a three year research and development
project (2010-2013). The current thesis therefore forms part of a larger implementation study.
While in the current thesis I focus on implementation supports only, the larger research
project also examines implementation outcomes, caregiver outcomes and potential moderators
(see Figure 1A, appendices for an overview of the PYC project model).
Due to the project status of the implementation of PYC, the focus has been on
innovation and testing of new ideas and implementation solutions within a fixed time line.
The SweISM has been developed gradually throughout the three years of the project. The first
introductory program workshop was held in English by the program developers in October of
2010. The peer support structure began after this, however, it was used on a pilot basis. It was
during this period that Study I took place. Further PYC workshops took place in March of
2012, and the booster and introductory format described in the previous section was
introduced to meet the needs of support workers in the field. Following this, the monthly peer
support structure continued. Peer support meetings became more distinct and structured, as
more agencies took part and the project team gained more experience. The content of these
meetings was still directed by the group members, however, the Area Coordinators now used
checklists developed by the project to help to structure meetings. The aims of the meetings
also became more established. This was when Study II took place. In 2013, two more booster
workshops were provided. The second of which was provided by a Swedish trainer for the
first time. The peer support meetings also continued after this training.
Such project organizations are temporary, with a clearly defined time frame and a focus
on both control and innovation (Johansson, Löfström & Ohlsson, 2007), meaning that
outcomes and conditions can be quite different to implementation on a non-project basis.
Project organizations can, however, be used in order to develop permanent organizations
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(Packendorff, 1995), or to implement new ideas (Pinto & Prescott, 1990; Borum &
Christiansen, 1993). The PYC project is embedded within the existing organization of
agencies in the Swedish social services, and is therefore dependent on the existing
organization for resources. Some research has also shown that it can be difficult to apply what
is learned in the permanent organization after the project ends (Linderoth, 2002, as cited by
Johansson et al., 2007). For this reason, bridging the boundary between the project and the
permanent organization is of importance (e.g., Lehtonen, 2007). In the next section, the
permanent organization (referred to hereafter as the delivery system) is described.
Figure 2. Timeline of the PYC project
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The Swedish PYC delivery system
To date, PYC has been implemented within the social services in 26 different municipalities,
some of which have participated for the full duration of the project, and others which have
participated for a shorter period (Mensas, 2014). PYC is therefore implemented in a variety of
contexts by a span of workers with different roles and educational backgrounds. Generally
speaking, PYC is implemented by individuals who are referred to as support workers,
employed by the social services in home-based family work in the municipalities that are
included in the project.
Furthermore, Sweden is divided into different municipalities and counties (Government
offices of Sweden, 2004); the municipalities and county councils follow the Local
Governance Act (Kommunallagen). Municipalities are therefore responsible for the provision
of social care, and can have elaborate and different arrangements for coordinating their
activities at a local level. Some Swedish municipalities, such as Gothenburg, are further
divided into municipal districts (Hayward, 2007). This means that the system within which
PYC is implemented may vary greatly from one municipality to another.
Due to the varied nature of the PYC delivery system, I will use one example from a
municipal district in the Gothenburg municipality to illustrate how this delivery system may
look. There are 10 municipal districts in Gothenburg, all of which are grounded in the same
organization, shown in Figure 3. Under the municipal districts, the district authority has a
geographical area of responsibility, rather than a specialized area of concern. Services are
divided into four sectors; education (utbildning); culture and leisure (kultur och fritid); elderly
care (äldreomsorg hälso- och sjukvård); and individual, family and disability care (individoch familjeomsorg funktionshinder). In the municipal district chosen for this example, the
implementation of PYC takes place within individual, family and disability care. Individual,
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family and disability care is overseen by a sector manager, and below this are managers who
are responsible for various units or individuals. Those units which are marked in bold in
Figure 4 contain support workers who use the PYC program. Figure 4 was made in
collaboration with a member of the PYC project working within the municipality.
Figure 3. Organizational map of municipal districts in Gothenburg
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Adapted from Göteborgs Stad webpage. Stadsdelsförvaltning. Retrieved from
http://goteborg.se/wps/portal/enheter/stadsdelsforvaltning/vastra-hisingens-stadsdelsforvaltning/
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Figure 4. Map of use of PYC in individual, family and disability care in one municipal district
in Gothenburg.
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The PYC program itself, the SweISM, and the PYC delivery system should now be clear. In
the following sections I begin with a general introduction to implementation research, and
then outline both the research and theory which motivates the design of the SweISM and
focus of the empirical studies.
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Implementation research and theory
Similarly to the findings regarding parenting interventions for people with ID (Coren et al.,
2010; Wilson et al., 2012), research relating to high-fidelity implementation is also lagging
behind. Investigation of how programs and interventions are implemented first began
appearing in the 1980s (Meyers, Durlak, & Wandersman, 2012). As this area grew, the
complexity of the implementation process became increasingly apparent. For example, eight
aspects of implementation have been identified, as well as at least 23 personal, organizational,
or community factors that are influential (Dane & Schneider 1998; Durlak & Dupre, 2008).
Because implementation happens in complex applied contexts, experimental designs that
account for all of these variables are difficult to conduct, and rigor and generalizability can
suffer as a result (Meyers et al., 2012). Today there is a better basis of both qualitative and
quantitative studies that investigate this process in a more systematic manner (e.g.,
Domitrovich et al., 2010; Fagan, Hanson, Hawkins, & Arthur, 2008; Walker & Koroloff,
2007). Implementation researchers have made extensive attempts to describe implementation,
from description of different steps in the implementation process (e.g., Fixen et al., 2005;
Fixsen, Blase, Naoom, Van Dyke, & Wallace, 2009), to conceptual frameworks based on
research and practical experiences (see Nilsen, 2015 for an overview).
Implementation frameworks summarize “ideas and practices that shape the complex
implementation process and can help researchers and practitioners use the ideas of others who
have implemented similar projects” (Meyers et al., 2012, p. 465). They are therefore useful in
helping to understand the implementation context and how it can be aided. There is currently
no one widely accepted framework for implementation, and several different relevant
theoretical bases have been suggested. Frameworks may be based on process models,
determinant frameworks, classic theories, implementation theories or evaluative approaches
(Nilsen, 2015). As a result of this, the accumulation of a coherent research base is difficult.
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Efforts have been made to make comprehensive implementation frameworks, which
consider a number of different theoretical perspectives simultaneously, for example, Meyers
and colleagues’ quality implementation framework (2012), and Fixen and colleagues’ (2005)
framework for implementation. Given, however, the focus of the current thesis on the use of
the SweISM, which utilizes peer support groups, frameworks which use systems theory may
be of particular use. Insight into both social learning theory and systems theory is important in
understanding the relevance of using a peer learning approach to support implementation.
Systems theory and social learning theory
Systems theory generally proposes that society can be viewed as being composed of social
systems, wherein people have relationships that follow patterns in order to achieve specific
outcomes. This theory has been applied in various different fields, originating within biology.
Bronfenbrenner (1977) was the first to propose the influence of several environmental levels
on behavior, and focused on the two-directional nature of the influence of environment on
behavior. There are a few important points about general systems theories that Gjems (1997)
highlights; 1) The system as a whole: within systems theory all phenomena are linked and
have a reciprocal relationship with each other. Therefore people cannot be understood in
isolation from each other. 2) The relationship between people/parts of the organization is
dependent on each other; in organizations individuals are reliant on their colleagues’
competence. Each system also has a relationship with other systems (e.g., Bronfenbrenner,
1979). 3) The mutual effect that individuals and events have on each other creates a
circularity, wherein individuals can prime specific kinds of behavior in each other (e.g., if one
person is dissatisfied, then those in their vicinity are likely to also be dissatisfied).
Nested ecology (e.g., Glisson, 2002) outlines how individuals in human service
organizations are members of subsystems and broader systems. In implementation work this
is relevant because there are a variety of different stakeholders, such as policy makers,
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agencies, and intervention receivers, each of which may have different needs, demands and
expectations. Miscommunications and misunderstandings between the systems to which these
people belong can therefore make implementation efforts more difficult (Stokols, 2006).
Social learning theory (Bandura, 1977) also emphasizes external influences on behavior,
including observation, imitation, modelling and communication. Individuals therefore do not
need to be directly rewarded or punished in order to learn. The concept of communities of
practice (Wenger, 1999) is based on social learning theory. Communities of practice include a
“shared sense of purpose and ownership, self-initiated view of learning, a readiness to learn
from each other and strive to create an overall climate of trust” for learning (Jagasia, Baul, &
Mallik, 2015, p.4).

The primary focus of communities of practice is on learning

conceptualized as social participation, active participation in the practices of social
communities and the construction of identities in relation to these communities (Wenger,
1999). Communities of practice are essentially social learning systems (Wenger, 2010).
Ultimately, what should be taken from this discussion of social learning theory, systems
theory, and the related concept of communities of practice, is the importance of interaction
between central stakeholders and systems for program implementation. Furthermore, efforts
to assist social learning, active participation, and social support may be helpful in aiding
program implementation. This leads us on to a framework of implementation which explicitly
conceptualizes the systems integral to implementation work.
The Interactive systems framework
The Interactive Systems Framework for Dissemination and Implementation (ISF)
(Wandersman et al., 2008) focuses on infrastructure, innovation capacities, and three
interacting systems that are part of the implementation process.

Many frameworks and

models of implementation are either source based, or user based, in that they are developed
with either program developers and researchers, or the program user as a starting point.

26

Dissemination then works in a linear fashion; developers disseminate their intervention from
source to user, or users seek and adopt interventions. Each of these approaches focuses on a
single perspective. The ISF includes both perspectives (Wandersman et al., 2008).
According to the ISF, there are three main systems in the implementation process; the
Synthesis and Translation System, Support System and Delivery System. The Synthesis and
Translation System works on presenting the innovation/program it in a user friendly way,
using for example, manuals, guides, and other learning materials, and finding evidence-based
ways to implement the innovation in applied contexts. The delivery system includes those
individuals who will actually put the innovation into practice, as well as their organizations.
Members of the delivery system will use the materials that are developed by the synthesis and
translation system. Finally, the support system works directly with members of the delivery
system to assist quality implementation, using training, technical assistance or progress
monitoring. Importantly, these three systems have an interdependent relationship, and
mutually influence each other (Wandersman et al., 2008).
Research on implementation support systems. Fixsen and colleagues (2005) provided
an extensive review of the literature relating to different kinds of supports that help
implementation. Five generalizable practices that help organizations to effectively implement
programs were presented: pre-service training, on-going coaching, staff evaluation, program
evaluation, and facilitative administrative supports. Some of these practices have been
integrated into the SweISM, including pre-service training in the form of workshops, and
facilitative administration support from Area Coordinators, who assist organizations in
implementation. A combination of workshops, manuals and ongoing support in the form of
supervision or coaching are considered to be the gold standard of implementation support
(Beidas & Kendall, 2010).
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The importance of training and on-going technical assistance has the most empirical
support of all approaches which are thought to assist implementation (Meyers et al., 2012).
For example, one study (Miller, Yahne, Moyers, Martinez, & Pirritano, 2004) showed in a
randomized control trial that the use of performance feedback and expert coaching increased
post-training proficiency. Fixsen and colleagues (2005) suggest that immediate feedback in
the context in which the program will be applied is most effective for program fidelity.
Research suggests that this training should furthermore be provided by an official coach
(Miller et al., 2004). However, this is often not an option when the necessary resources are not
available (Ramanadhan, Wiecha, Gortmaker, Emmons, & Viswanath, 2010). For this reason,
it is important to find and test more accessible and sustainable methods of easing the
implementation process for practitioners and organizations. In the SweISM, peer support is
used as a replacement for on-site coaching, in order to assist both program learning and
organizational adoption. The concept of peer support is therefore outlined in more detail in the
next section.
Peer support. The peer support referred to in the current thesis is based on research
relating to peer teaching and learning. Peers refer to individuals who are equal in abilities,
social status or qualifications.

People commonly learn from their peers in an informal

fashion, whether it be at work, in their personal life or in a school setting. In a sense, attempts
to study peer learning processes go about formalizing this type of learning, by making it more
explicit and using it in a purposeful manner. Moving towards formalization of peer learning
may have a positive impact on students by taking advantage of processes that cannot be
utilised by teachers or supervisors (Boud, 1992). On the other hand, supervision involves a
student or less experienced individual who observes, helps or receives feedback from a more
experienced and established member of the field (Smith, 2009). The distinguishing feature
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which differentiates between peer learning and supervision is therefore the presence or
absence of a hierarchy between two or more individuals, based on knowledge or social status.
Formal supervision, in contrast to peer learning, emphasises training and competency in
supervisory skills. Therefore, mastery of the skills that the supervisor oversees is not enough
in itself to lead to good supervision (Smith, 2009). As such, supervision is a clearly defined
role in many fields, which requires specific qualifications. Clinical supervision for mental
health professionals, for example, has been divided into a number of different models or
approaches (e.g., psychotherapy based supervision or developmental based models) (Näslund
& Ögren, 2010). Supervision may be provided for students, or qualified professionals, and
may be either group or individual based (Näslund & Ögren, 2010).
However, the concepts of peer learning and supervision are not necessarily mutually
exclusive, as learning interventions may place peers and supervisors at different status levels.
Recently there has been increasing interest in the use of helpers or facilitators (who essentially
take on a supervisory role) who have more similar capabilities to the people that they teach
(Topping, 2005; Secomb, 2008). The helper may be a more appropriate model for the student.
This type of teaching is collaborative and learners are self-directed (Topping, 2005; Secomb,
2008).
A variety of peer learning strategies have been investigated, including peer tutoring,
peer teaching, peer group learning and peer consultation, amongst others (Lincoln &
McAllister, 1993). In the current thesis, the term peer support is used to differentiate the
approach from other methods used in the field. Peer support refers to semi-structured, peerlead groups that are intended to assist program implementation by providing mutual support
and feedback for individuals trained in the PYC program. The Area Coordinator acts as a kind
of inexpert supervisor. In the PYC project, the Area Coordinators had a similar, or slightly
higher, level of training to other members of the peer support groups. As outlined earlier, they
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also gained more experience and knowledge over time from working with several peer
support groups. Furthermore, they received greater program support from the research team
and the program developers. They did not receive formal training in their role as a peer group
facilitator, but instead learned from continued practice. They also helped with organizational
issues which arose in discussions in the peer support groups. While I have been unable to find
research relating specifically to the use of this kind of inexpert support in the implementation
process, there are many relevant published studies on the effects of peer teaching and
learning.
Research has suggested that peer learning and support can result in increased
confidence, enthusiasm and feelings of competency, as well as decreased isolation (Secomb,
2008; Zins, Maher, Murphy, & Weiss, 1988). It has also been argued that peer learning helps
students and professionals to learn how to learn, by actively encouraging them to take
responsibility for their own learning process (Boud, Cohen & Sampson, 1999; Boud &
Middleton, 2003). The use of peers is thought to potentially overcome difficulties that could
be associated with using hierarchical structures that involve discussion leaders, in that having
an authoritarian presence can hinder the free exchange of ideas. A valid concern however may
be that peer leaders will lack adequate knowledge, and thus provide advice that is
inappropriate or of poor quality. Poor learning may also be an outcome if learning styles are
not compatible (Secomb, 2008). Comparatively little is known about the role of peer group
facilitators and their perspectives. The extant research, largely from studies that examine
approaches to health promotion, suggests that peer facilitators can be empowered to act as
change agents (Booker, Robinson, Kay, Najera, & Stewart, 1997), as well as feeling
satisfaction and personal benefits (Norr, McElmurry, & Misner, 1999).
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Section 3
Summary of the empirical studies
To reiterate, the general aim of the current thesis is to provide deepened contextual
information about the PYC program and a theoretical underpinning for both the
implementation context and the implementation supports used. The research highlighted thus
far shows that specifically designed support programs appear to be necessary for parents with
ID in Sweden if their rights as parents are to be fully recognized. While knowledge of this
group of parents is still relatively poor, several promising programs exist internationally. In
2010, PYC was the first such program to be implemented in Sweden. One of the main
motivations of the empirical studies is to give some more insight into the Swedish context of
implementation of the PYC program. Furthermore, it is known that continued and various
forms of support following initial training are necessary to facilitate implementation, however
these kinds of support are costly and demand extensive resources. The empirical studies
therefore investigate the use of peer support as a method of providing such support in the case
of PYC. The overall aim of the empirical studies was to investigate how the SweISM works in
practice, to identify limitations and opportunities, and to investigate the importance of
interactions between the SweISM and the delivery system. Study I also investigated perceived
competence development in association with PYC training. A predominantly inductive,
qualitative approach was used, investigating the perspective of program users (i.e., support
workers) in Study I, and peer support group facilitators (i.e., Area Coordinators) in Study II.
Study I
Background and aims. Study I was an investigation of how the SweISM was received
and perceived by support workers in the early stages of program introduction in Sweden in
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2010. As stated earlier, support workers were employed within social services in home-based
family work. This study aimed to explore their perceptions of the training methods provided
in the SweISM (i.e., the workshop, manual and peer support groups). It also investigated
experiences of how these methods influenced perceived competence development.
In 2010, support workers attended a three-day introductory workshop that was based on
a mixture of lecturing and role play. The workshop provided basic knowledge about goal
setting, teaching methods and approaches to teaching child care and parent-child interaction
according to PYC. Following this, they received the PYC manual and attended monthly peer
support groups. Peer support groups were semi-structured, and provided a place where
support workers could discuss implementation of PYC, practice skills and receive feedback
from peers. Meetings were facilitated by Area Coordinators, who organized times and venues
and lead group discussions. Area Coordinators were supported by the research team and
program developers. As this study took place at the beginning of the PYC project, Area
Coordinators were less experienced than at later stages of the project. The SweISM was in the
earlier stages of its development, meaning that roles and aims of different aspects of the
model were less well defined.
Method. The data were collected over approximately 1 year after the introductory
training workshop in 2010 (see Figure 2). During this time the participants attended monthly
peer support meetings and used the program manual in their work with parents. This study
was based on a repeated measures design with data collected in the form of focus groups and
questionnaires.
Participants. All participants worked as support workers in home-based family work in
one of eight municipalities included in the study, attended a 3 day PYC workshop and
attended monthly peer support meetings. These municipalities were from two regions in
Sweden, ranging from small towns to a major regional center. Participants did not have
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specialized education or training in working with parents with ID. The participants worked
with parents who received support provided as a result of the Swedish disability law, LSS.
Five separate focus groups were created, resulting in a total sample size of 31 support
workers (groups had between 3 to 7 participants). These five groups met on three occasions.
Fifteen participants from the focus groups also completed the questionnaire, 16 chose not to
complete the questionnaire. The entire sample was not used in the final analysis. The process
and motivation for excluding some data is outlined below and in Figure 5.
Focus group. Five groups met on three occasions; a total of 15 focus groups were
therefore conducted. The first meetings took place two to three months after the workshop,
the second three to four months later, and the final approximately one year after the
workshop. Membership in the focus groups was based on the pre-existing peer support group
structure, meaning that people who attended peer groups together also attended the focus
groups together. The focus group meetings were facilitated by the group’s current Area
Coordinator. Each meeting took place over approximately three hours. The final data used for
the analysis was 10 focus groups. The mid-implementation groups were excluded, as they
were similar in content to the first focus groups. This may be because they took place shortly
after the first focus groups.
A focus group interview protocol was used, which included questions about perceptions
of the PYC program, contextualization of the program for Sweden, and experiences of using
the program with parents. All of the focus group interviews were recorded and later
transcribed. Thematic analysis (Braun & Clarke, 2006) was used to analyze the data. The
analysis focused on experiences of the training methods, the training process and reflections
about skill development. Both authors read the transcripts closely; however, the first author
was primarily responsible for this analysis. While reliability measures were not used, both
authors discussed and amended the themes together throughout the analysis.
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Training questionnaire. A shortened version of Clayton, Chester, Mildon, and
Matthew’s (2008) training questionnaire was used. This included ratings of both perceived
importance and perceived skill in 9 different training areas relating to work with parents with
ID. The original scale contained 15 items; skills not relevant for the PYC program were
excluded. Participants firstly rated perceived importance of these training areas on a scale
from 1 (not important) to 5 (very important). They then rated their perceived skill in these
areas on a scale from 0 (not relevant for my work) to 5 (advanced level of skill). The perceived
skill scores were the primary focus for the current study. The total perceived skill score was
obtained by calculating the mean score across the nine items. The training questionnaire was
collected following the workshop (before peer support began) and approximately 1 year later.
Descriptive statistics are reported and the data were analyzed using an exact sign test.

Final data set for analysis

Occasion 2
excluded as
content similar
to occasion 1

Focus group data
31 participants:
Occasion 1 (2-3 months after workshop)
Occasion 2 (1 year after workshop)

Original data set

Focus group data
31 participants, in focus groups that
met three times:
Occasion 1 (2-3 months after workshop)
Occasion 2 (3-4 months later)
Occasion 3 (1 year after workshop)

16 declined to
complete
questionnaire

Final data set for analysis

Original data set

Figure 5. Process of reducing the original data set

Questionnaire data
15 focus group participants completed
questionnaires
Occasion 1 (following the workshop,
before peer support began)
Occasion 2 (1 year after workshop)

3 excluded who
did not
implement
program

Questionnaire data
12 participants:
Occasion 1 (following the workshop,
before peer support began)
Occasion 2 (1 year after workshop)
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Results of the focus groups. Three main themes and seven sub-themes were identified,
which are summarized in Table 1. These themes describe support workers’ discussions about
their experiences of the training process and skill development over time. The first theme,
initial challenges to learning, focuses on problems that the support workers talked about after
their initial training in relation to their skill development. The theme skill development
addresses perceptions of the main skills gained during training and the factors that contributed
to this skill development. Finally, continued training needs focuses on the gaps that the
support workers perceived after their PYC training was completed as well as possible future
solutions that they suggested.
Table 1
Themes and subthemes from focus group analysis
Themes

Initial challenges to learning

Skill development

Continued training needs

Subthemes

Working with a parent

Skills that I gained from

Additional training

PYC
Issues with the workshop

What helped me to

What would aid future

develop those skills

training

Issues with the manual and
other program materials

Under the theme initial challenges to learning, one of the most common discussions
amongst support workers was difficulties in finding appropriate target parents to implement
the program with. A high level of paperwork and disorganization of the PYC manual were
also perceived to be problematic. In terms of skill development, application of the program in
real-life settings was identified as an important step in competence development, necessary
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for development of program-relevant skills. Participants were largely positive towards the
program manual and workshop training. However, some had difficulty in applying this
knowledge in practice without on-site coaching or support. The program was thought to be
concrete and to create a well-structured way for the support workers to approach their work,
as well as approaching families in a positive manner. Conversations in the peer support
groups were thought to offer a structured way of practicing program skills and exchanging
information and tips. This was thought to be particularly valuable in cases where support
workers did not yet have a family to work with. A desire for continued training and for
additional supports, such as coaching and increased contact with program developers was
expressed.
Results of the training questionnaire. Perceived skills in all areas of concern were
high on both occasions, with mean ratings over the midpoint of 2.5. In the questionnaire data,
the exact sign test revealed that total perceived skill scores were significantly higher at the end
of data collection in comparison to when the study began (p = 0.012), suggesting perceived
skill improvement in working with parents with ID over the period of data collection. Seven
of the nine areas were perceived to have some improvement, however, these differences were
not compared statistically due to the small sample size. Skills that were not perceived to
improve were notification of social services concerning maltreated children/children at risk of
maltreatment and human relations/interactions, as well as questions about sexuality.
Study II
Background and aims. Study II investigated the perspectives of the peer support
group facilitators (i.e., Area Coordinators). This study aimed to more closely examine their
perspectives of the peer support groups later on in the implementation process of PYC in
Sweden (2012-2013). The aim was also to give a deeper understanding of peer support
groups, by investigating Area Coordinators experiences of meeting content, use and
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development of groups over time, as well as their reflections on their own work in the groups
and with agencies.
Two different training workshops took place in 2012. Practitioners without any
experience of PYC took part in a three day introductory workshop, providing basic
knowledge about goal setting, teaching methods and approaches to teaching child care and
parent-child interaction. Practitioners who had already attended an introductory workshop in
2010 (Study I) participated in a two day booster workshop. This was intended to deepen their
program knowledge, increase program fidelity and encourage problem solving by
incorporating lecturing, role play and discussing problems experienced in practice. New
trainees received the PYC manual, containing instructions on goal setting, conducting
assessment and skill development sessions, checklists and task analysis sheets. The support
workers attended monthly peer support groups following the training. Specific focus of the
meetings was driven by the group members, focusing on problems in implementation and
practicing program skills. Meeting structure and aims had now become more established than
in Study I, and the Area Coordinators who facilitated the meetings had gained more
experience through working with the program and working with groups since the start of the
project.
Method. This study was based on a focus group conducted with the Area Coordinators
in early 2014, and two separate forms completed by Area Coordinators once a month after
peer support meetings. The forms were collected over a period of between 9 to 18 months
(mean = 11 months), starting on the first group meeting after the workshops. All PYC peer
support groups in active in Sweden between 2012-2013 were included in Study II. In total,
this amounted to 15 separate groups. The locality and size the groups depended on the
workplace of the support workers, size and spread of the participating municipalities. All but
three of the support groups contained support workers from different municipalities.
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Participants. Five Area Coordinators participated in the Study II (5 females). This
included all of the Area Coordinators actively working with PYC in Sweden at the time of
data collection. All of the participating Area Coordinators were working in family support and
actively used PYC with at least one family. Four of the Area Coordinators were trained social
workers, and one was trained in psychology.
Area Coordinators attended the same program training as other support workers. They
also had monthly skype contact with the program developers and could relay important
information or questions between the support workers and program developers. Area
Coordinators did not have expert program knowledge, however, they had past experience of
the program, and knowledge of implementation problems from the implementation sites
where they worked. Furthermore, Area Coordinators had monthly meetings with each other
and the research team in which they could share their experiences of working with the peer
support groups. In total, the Area Coordinators worked with 15 peer support groups and were
responsible for between 1-7 groups each.
Focus group. The second author facilitated this focus group discussion, using a focus
group interview protocol. The protocol covered perceived pros and cons of peer support,
problems faced, and the Area Coordinators’ experience of their role in the groups. Four Area
Coordinators took part in the focus group. One Area Coordinator was unable to attend due to
geographical factors.
Forms. Two forms were collected as part of this study. The Peer Support Meeting
Activity form was used to record participation at peer support meetings and support workers’
current work with PYC. All 5 Area Coordinators recorded duration of meetings, number of
participants, and number of those participants who were currently using PYC actively with
families. The Meeting Content and Reflections form was used to assist Area Coordinators in
structuring the peer support meetings. The form contained a checklist of possible topics
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covered at the meeting; Area Coordinators indicated which topics they did and did not cover.
Because the topics of meetings were peer driven, there were also open ended questions in
which the Area Coordinators could record additional topics, as well as their general
reflections on the meeting.
Analysis. An inductive analysis was performed, which began by reviewing the forms.
The focus group discussion and the forms were then analyzed separately, as described below.
Following this, the analysis involved an iterative process of moving back and forth between
the forms and the focus group material.
The focus group data were analysed using content analysis as described by Graneheim
and Lundman (2003), assisted by NVivo software. The categories were then tested for interrater reliability. An independent researcher was given descriptions of the identified categories
and sub-categories and sorted all of the codes (73 in total) into the defined categories. Interrater reliability was “almost perfect” according to Landis and Koch’s guidelines (1977)
(κ=.85 , p <.0005).
The analysis of the Peer Support Meeting Activity and Meeting Content and Reflections
forms included the examination of descriptive statistics and content analysis, also assisted by
NVivo software. Descriptive statistics were firstly compiled on the multiple response
questions that were part of the Meeting Checklist and Reflections form, and attendance
reported in the Peer Group Activity form. In the Meeting Content and Reflections form, open
ended responses were coded using the predetermined options used in the multiple response
questions. New codes were generated where necessary. For the first eight meetings in each
peer support group, the codes were graphed over time. Because the data was collected on
groups for different periods of time, it was not possible to graph and compare all of the
collected data over time. The first eight meetings in each group were chosen, as they allowed
for the greatest amount of comparison without losing coherence. The graphs illustrate the
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number of groups that mention the code in specific meetings, using ratios. Groups were
assessed as discussing the topic if it was mentioned at least once by the Area Coordinator in
the forms for that meeting.
The coding of the open ended data was checked for inter-rater reliability. An
independent rater was given descriptions of all 18 codes used on the data, along with a sample
of 20% of each of the codes statements, which were randomly selected. There was substantial
agreement between the two raters (κ=.61, p <.0005) (Landis & Koch, 1977).
Results of the focus group. The results of the focus group relate to perceptions of the
role of an Area Coordinator, challenges and opportunities for the peer support groups and the
relationship between the peer support group and the organization. Three main categories were
identified; organizational barriers to implementation, experiences of being an AC, and
functionality of the peer support groups (see Table 2 for a summary of themes and
subthemes).
Table 2
Themes and subthemes from focus group analysis. Each category is from the perspective of
the participating Area Coordinators.
Categories

Sub-categories

Organizational barriers

Experiences of being an Area

Functionality of the peer

to implementation

Coordinator

support groups

Existing problems

Professional challenges

Practical aspects

Opportunities/tactics

Personal challenges’

Participant insecurity and
‘stuckness’

for improvement
Learning and support
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The results showed that the Area Coordinators perceived several factors within the
organization to be problematic for implementation of PYC, which in turn presented problems
for the peer support groups. For example, some Area Coordinators reflected that some
organizations did not carefully select which employees to send to PYC training. Support
workers were viewed by the Area Coordinators as being of low status within the organization
and having very poor access to resources. This was thought to make implementation difficult
because a lack of time to practice skills, limited access to computers or other resources and
limited learning opportunities. Lack of knowledge in those managers and social workers that
worked closely with the support workers was thought to be an important issue, which
hindered referral of parents to PYC trained support workers. Opportunities to overcome such
challenges largely involved including managers to a greater extent in the peer support
meetings and making stronger ties between the Area Coordinators and the organizations,
however, inclusion of managers was seen as a difficult task.
In terms of the Area Coordinators’ perceptions of their work in the peer support groups,
there was disagreement about some aspects of their tasks, which were perceived by some to
be very challenging in the early stages of their experience as an Area Coordinator. In
particular, participants felt pressure to be an expert in the program. Overall, Area
Coordinators perceived that their experience of working as an Area Coordinator was
beneficial to them, and they felt particularly well supported by other Area Coordinators in
personal challenges that they encountered. However, they had little support for the
professional challenges that they faced.
Finally, relating to the functionality of the peer groups, Area Coordinators perceived
that there were advantages to having larger, mixed groups. They also saw a need to have a
finite timeline for the peer support structure. They described some groups as “stuck” in
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negative patterns, particularly those groups that struggled to find target parents to implement
the program with.
Results of the forms. On average, PYC support groups contained between three to nine
members. Attendance at the meetings declined after the initial meeting and then remained
relatively steady for most groups. In most groups, the majority of the participants were those
who had received introductory program training only. The remainder had also received
booster training. Group B was most active, with an average of 63.24% of members
implementing PYC with parents. Program implementation was low among most peer support
groups, however, with 13 out of 15 having an average of less than 50% of members actively
implementing the program. The most commonly discussed themes across all peer support
groups were: setting goals, communicating and introducing PYC, recruiting families, and
creating a working alliance.
When the codes from the first eight meetings were graphed over time, results showed
that meetings were largely used to discuss the aspects of the PYC program which can be
described as the core ethos of PYC. This included collaborative goal setting, role play and
creating a working alliance. Little time was used to discuss or practice the technical skills
which are part of the program, such as correct use of program materials and checklists or
specific teaching skills.
General Discussion
The aim of the current licentiate thesis was to provide deepened contextual information about
the PYC program and a theoretical underpinning for both the implementation context and the
implementation supports used, particularly peer support. The empirical studies aimed to
identify limitations and opportunities of the SweISM, and to investigate the importance of
interactions with the delivery system (i.e., the implementing agency or organization). Study I
also investigated perceived competence development in association with PYC training. In
Study I, the findings showed that support workers were in general positive towards the
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supports provided to them as part of the SweISM. Peer support groups were thought to be
beneficial for performance evaluation, exchange of information and coping with problems.
Support workers perceived themselves to be quite highly skilled in areas related to working
with parents with ID, and also perceived these skills to improve over the training period.
There were, however, obstacles in interaction between the support and delivery systems,
largely related to resistance and difficulty with the structured, manualized natured of the
program, as well as difficulties in moving from program learning to program implementation.
Similar findings were made in Study II, wherein few support workers succeeded in
implementing PYC with parents with ID. In Study II, Area Coordinators were also generally
positive towards the peer support groups, despite some difficulties that arose. Area
Coordinators experienced problems in supporting agencies to implement PYC and including
managers in program learning and implementation. Furthermore, the Area Coordinators
perceived that the support groups spent most time discussing the key aspects or initial steps of
PYC, such as program goals, recruitment of parents and introduction of the program to new
parents. Less time was spent discussing or practicing technical skills. Peer support may
therefore be most useful in assisting general program understanding and attitudinal changes
within agencies than as a way of increasing program fidelity and more specific skill
development.
Reflecting back on Wandersman and colleagues’ (2008) Interactive Systems
Framework for Dissemination and Implementation (ISF) is worthwhile in relation to these
results. To reiterate, the ISF focuses on infrastructure, innovation capacities, and three
interacting systems that are part of the implementation process. These results show how
interactions between the delivery and support systems can take place in implementation. In
particular, a need for greater collaboration, cooperation and communication between these
systems is evident. In light of these findings, in the following discussion I outline
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opportunities and challenges to using peer support groups in order to address these problems.
This includes a discussion of the possibility to use peer support for task alignment and
organizational support, as well as limitations of peer support in terms of transfer of learning.
Transfer of learning
In Study I, practitioners described difficulties relating to transfer of learning. Transfer of
learning involves the application of skills learned in one context to another context (Perkins &
Salomon, 1994). Near transfer includes application of skills to contexts which are similar to
the context in which the skill was learned. Conversely, far transfer involves application to
dissimilar contexts (Perkins & Salomon, 1994). Far transfer is common within education, as
students or professionals often learn new skills in classrooms and then must later apply these
skills in the workplace. Past research has suggested that transfer is often difficult in these
circumstances (e.g., Walters, Matson, Baer, & Ziedonis, 2005). In line with those findings,
Study I suggests that the use of peer support groups, which are removed from the practice
setting, can present problems for implementation (Fixsen et al., 2005). The absence of on-site
supervision seems to make these problems difficult to overcome. While peer support cannot
provide expert on-site advice for practitioners, it did provide the opportunity for support
workers to discuss problems from an applied setting with others, and this was considered as
useful for problem solving. A lack of opportunity to use the program in a real setting
expressed by many of the support workers in Study I, and evident in Study II, however, poses
real problems for both transfer of learning and provision of services to parents with ID. A
relevant advancement for the use of peer support might therefore be to develop its use for task
alignment (described below), thus creating stronger ties between the support and delivery
systems, and helping the organization to take more responsibility for program
implementation.
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Using peer groups to assist talk alignment?
Facilitative administration and technical support could be incorporated into the peer support
groups in a more structured manner as a possible solution to organizational problems, such as
referral of target parents and the need for greater program knowledge within the organization
(Fixsen et al., 2005). Increasing contact between Area Coordinators and managers in areas
where PYC is implemented is a potential suggestion to help to alleviate these problems. From
the Area Coordinators’ discussions in Study II in particular, it was evident that greater support
was necessary for the delivery system to effectively implement the intervention. Namely,
these problems involved other members of the organization having inadequate engagement
and knowledge in the PYC program and issues related to parents with ID, particularly in those
individuals who were closely related to the support workers’ implementation efforts (their
closest managers, and social workers).
These problems illustrate how broader organizational changes do not seem to have
taken place in the agencies which have adopted the PYC program. The findings also show
how difficulties arise when practitioners are trained in a new program, and then try to
implement it in a system that is not yet structured to accommodate it. The use of supports
external to the agency itself are not sufficient for coping with these problems, as individual
practitioners do not work in isolation. They are reliant on the resources available at the
agency, the skills and knowledge of the other practitioners in their agencies and their
managers (Gjems, 1997).
Exploration of the possibility to using peer support as a way of encouraging and
assisting task alignment may therefore be of relevance (Beer, Eisenstat, & Spector, 1990).
Task alignment can be defined as change which begins at the periphery of the organization.
Change is therefore driven by where what needs to be done, rather than being based on
abstract concepts such as participation or culture. According to Beer and colleagues (1990), in
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contrast to task alignment, implementing programmatic change that focuses on individual
knowledge, attitudes and behavior is not effective. According to task alignment, employees’
roles and responsibilities should be changed in order to solve specific problems. This
approach is therefore focused on finding solutions to problems experienced in practice. In this
situation, if Area Coordinators were more familiar with each agency’s situation and
challenges, they could assist individual managers and agencies in finding solutions to referral
and knowledge related problems (Beer et al., 1990).
The project status of the implementation of the PYC program is also of relevance
regarding the possibility for task alignment. Outcomes and conditions that are present within
projects can be substantially different to implementation on a non-project basis. Using peer
support for task alignment in the case of PYC is comparable to the use of projects in order to
implement new ideas and practices within the permanent organization (Packendorff, 1995;
Pinto & Prescott, 1990; Borum & Christiansen, 1993). These findings showed the importance
of existing organization resources for the PYC project itself, and highlighted the need to make
greater efforts to bridge the boundary between the project and the permanent organization
(e.g., Lehtonen, 2007).
Area coordinators as peer supporters
A barrier to the task alignment discussed above seems to be the skills and training of the Area
Coordinators. In relation to the Area Coordinators’ experiences of being a peer facilitator,
many advantages and benefits of their role were discussed in Study II. The position allowed
them to have greater personal development and involvement in a field which they believed to
be both interesting and of importance. The Area Coordinators felt supported on a personal
level by contact and meeting with other Area Coordinators. However, they perceived a need
for greater support for the professional challenges that they faced. Difficulties related to their
level of knowledge, and the conflict between being a peer and feeling pressure to play the role
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of an expert. More training is necessary for Area Coordinators in order to deal with these
kinds of challenges.
This also related to difficulties presented by the Area Coordinator being external to the
agency itself. This means that they were relatively unfamiliar with the agencies which were
implementing PYC, and had to build knowledge and rapport with managers and staff over
time. Questions can also therefore be raised about the extent to which they could be
considered to be real peers to the others in the groups. The Area Coordinators were more
highly educated than most of the other members of the groups and had a higher position
within the social services. Coupled with Area Coordinators’ accumulation of additional
knowledge and experience from working with several support groups, as well as having
contact with the program developers and project team, their struggles and experienced
pressures to take a more expert role may not be surprising. Making the roles and
responsibilities of the Area Coordinators and the other group members clear from the
beginning is important for assisting the groups in working well together.
To date, the attachment of the label of supervisor has been avoided in relation to the
Area Coordinators due to their lack of expertise in the PYC program. However, consideration
of supervising theories may be relevant in training Area Coordinators, as assistance in coping
with different group dynamics and challenges was one of the main areas in which Area
Coordinators wanted more support. Internal group relationships are typically the most
important theme in supervision. However, the role of the supervisor also includes dealing with
external factors, such as conditions in the organization as a whole (Gjems, 1997). This
perspective is also in line with the ISF (Wandersman et al., 2008), in that the communicative
link between program delivery and program support is important. For that reason, a more
formal training process where Area Coordinators receive skills and knowledge in how to cope
with the challenges that they may face might be worthwhile. For example, in line with a social

47

systems perspective, Hawkins and Shohet’s (2012) seven eyed model for supervisors working
in human professions may be relevant. This model purports that the supervisor must have
knowledge in several different areas. The supervisor may therefore look through several
different eyes in order to pay attention to different aspects of the whole. This includes, for
example, the supervisor’s self-reflections, and the wider context, such as ethical,
organizational, social and cultural aspects of the work.
Examination of the use of the SweISM in the current thesis highlighted several
difficulties and opportunities in the implementation process of the PYC program, which may
also be of some relevance to implementation in other contexts. Most pertinently, a common
problem with program implementation is that programs are designed to be applied in a
standardized manner. However, in reality the organizations and individuals who use them face
unique problems that cannot be addressed by simply attending program training without
follow-up or support. For that reason, when one program fails, organizations often then try out
another program, rather than attempting to solve problems at an organizational level (Beer et
al., 1990). These generalized programs may unintentionally take focus away from helping
agencies to solve the actual problems faced in helping, supporting and identifying parents
with ID. Increased efforts are needed to bridge the gap between EBPs such as PYC and the
organizations within which they are implemented. It is also necessary to encourage agencies
to think critically about and engage with the issues that make implementation of EBPs
difficult.
Future research
Research has already identified the role of organizational supports for successful and effective
program implementation (e.g., Fixsen et al., 2005; Aarons, Sommerfeld, & Walrath-Greene,
2009). Given the perceived importance in the role of the organization in Study II in particular,
it may be of importance to investigate the perspective of the organizations on their role in
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program implementation, program knowledge, as well as expectations and goals of
involvement with the PYC project. More generally related to supporting parents with ID,
given the problems that were widely perceived in the current thesis relating to referral and
identification of parents with ID, future research might also benefit from investigating how
these processes take place. Furthermore, the PYC program was translated from Australia to
Sweden, meaning that contextualization and change of the program manual and some
program components has occurred. This could provide a good opportunity for investigating
and reflecting on program translation and its consequences.
Limitations
The use of focus groups is a matter of debate, and has been criticized for generating surface
discussion, and due to difficulty posed by the effect of group interactions (Powell & Single,
1996). Focus groups were chosen in the current study because of the possibility to stimulate
participants’ different viewpoints, therefore bringing forward discussions and perspectives
which might not be highlighted in a one-on-one interview (Kitzinger, 1995). The use of preexisting groups has also been criticized on the basis that participants may have a tendency to
conform to past patterns of behaviour in the group. Conversely, the participants’ familiarity
with each other can mean that they have the opportunity to support one another to share their
experiences and perceptions, as well as providing the possibility to quickly identify a range of
different perspectives (Powell & Single, 1996).
The samples used in both studies were small, making generalization of findings
difficult. In Study I, perceived skill developments may have been due to the peer support
meetings, practicing the program with a parent over time or other factors that were not
accounted for. It is also notable that perceived competence is not necessarily equivalent to
observed competence, and that some of the sample declined to complete the questionnaire.
Observation studies of support workers using the program in practice would provide further
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information on competence. Similarly in Study II, information about content and quality of
peer support meetings was obtained from five Area Coordinators; furthermore some Area
Coordinators were responsible for many more peer support groups than others and therefore
provided a greater amount of data. Better methods of examining the use of the SweISM
might include observations of the groups and triangulation of data. In qualitative work,
transferability refers to the extent to which the results can be applied to other contexts (Koch,
2006). In the current thesis the researcher attempted to provide a detailed description of the
context, design and participants involved in the research, to enable readers to make an
informed decision about the generalizability of the findings.
Another limitation relates to the need for greater evaluation of the PYC program to
ascertain program effectiveness. As has been highlighted throughout the current thesis, there
are two aspects to supporting parents with ID; interventions and the implementation of those
interventions. Both the intervention and its implementation must be of high quality in order to
achieve good outcomes. Findings from Study I, as well as some previous research on PYC,
indicate that the program has been well received by practitioners. However, more research
would be needed to ascertain the usability and effectiveness of PYC. Problems experienced in
program implementation could potentially be associated with issues relating to the program
itself, rather than the type of support provided.
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Appendix
Figure 1A: The PYC project model

Potential moderators
A.

B.
C.

D.

Program and
Service

Support worker: education, skills, working experience, attitudes towards evidence-based
practice and parents with intellectual disability, experience of PYC. Provided recourses
and support from colleagues and managers, professional interaction, impact of LIT groups.
Parent: background and family situation
Manager: (enhetschef och verksamhetschef) education, skills, working experience
attitudes towards evidence-based practice, knowledge about PYC, recourses provided for
the support workers in the PYC-project, routines concerning parents referral to receive
PYC (Bistånd eller inte bistånd) and the organization of the support to parents with ID and
their children.
Agency and municipality: official documents and statistics including demographics, staff
turnover, organization of IFO/Funktionshinder and home-based family care.
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The current thesis examines implementation support strategies used to support
implementation of the PYC program in Sweden (highlighted in bold). This research forms
part of a larger implementation study which also examines implementation outcomes,
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is a beneficial training follow-up mechanism for knowledge exchange and performance
reflection. The main issues faced in skill development were transfer of learning and accessing
parents to work with. These findings also highlight the importance of facilitative administration and
technical support for managers and agencies.
Keywords
competence, evidence-informed programmes, intellectual disability, support workers, training
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Introduction
A growing body of intervention studies have shown that the implementation of suitable support
and services can help parents with intellectual disability to improve various parenting skills (e.g.
Eyberg et al., 1995; Feldman and Case, 1997). Research has also reported, however, that service
providers have expressed a need for additional competence development and training in working
with parents with intellectual disability (Culley and Genders, 1999; McConnell et al., 1997; Starke,
2011). This highlights a research–practice gap, which poses a risk that practitioners will deliver
interventions that are ineffective, inappropriate or poorly implemented. This problem should not be
taken lightly, as blame may be incorrectly attributed to parents rather than the teaching methods
that professionals use (Starke et al., 2013). In order to bridge the research–practice gap, it is
therefore vital to provide good training that develops practitioners’ skills in this specialized area.

Education in evidence-based/evidence-informed programmes
Approaches to working with individuals with intellectual disability can draw on knowledge from
different sources, such as advice from peers and supervisors, personal experiences, theory or
research. Evidence-based programmes (EBPs) provide specific guidelines for practice that are
demonstrated by rigorous scientific research to have positive outcomes (Metz et al., 2007). The
term evidence-informed programme (EIP) includes programmes that have some evidence of
effectiveness but have not been subjected to rigorous evaluation (Metz et al., 2007).
Methods used to train practitioners in EBPs/EIPs can also be examined using research (see
Edmunds et al., 2013). The combination of a workshop, manual and on-site supervision after
training are currently considered to be the ‘gold standard’ (Beidas and Kendall, 2010). However,
the comparative effectiveness of the various possible methods and the best combination of techniques in different circumstances are still poorly understood (Edmunds et al., 2013).
Participation in workshops is a common form of training (e.g. Wyer et al., 2009). It is most
effective when active engagement is incorporated (e.g. modelling, practice opportunities, building
self-efficacy and interaction among learners) rather than passive lecturing alone (El-Tannir, 2002).
Manuals with detailed guidelines, checklists and scripts are thought to increase programme fidelity
to some extent through making guidelines and approaches to implementation explicit and accessible (Kaderavek and Justice, 2010). However, the use of workshops and manuals alone has been
argued to be inadequate, with the ‘train and hope’ approach having a minimal effect on behaviour
(Fixsen et al., 2005).
Ongoing implementation support strategies, such as training and ongoing technical assistance,
have been put forward as a possible solution to this problem (Meyers et al., 2012). Research has
demonstrated that coaching, which involves on-site feedback from an expert, is a particularly
effective form of ongoing support (Miller et al., 2004). Unfortunately, this is costly and often
difficult to implement when resources are scarce (Ramanadhan et al., 2010). It is therefore
imperative to investigate potential alternative mechanisms for providing ongoing support after
training.
One such alternative is peer learning. Peer learning is a process that involves obtaining
‘knowledge through study, experience, observation or teaching of an equal’ (Lincoln and
McAllister, 1993, p. 17). It has been argued that peer learning helps students and professionals to
‘learn how to learn’, by actively encouraging them to take responsibility for their own learning
process (Boud and Middleton, 2003; Boud et al., 1999). Ramanadhan and colleagues (2010)
investigated informal skill transfer through staff networks and found this to be a useful addition to
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formal training for the implementation of health programmes. Other research has found that
opportunities to reflect after initial training increase skill acquisition and skill use (Bennett-Levy
and Padesky, 2014). These findings indicate that peer learning could provide a suitable method of
ongoing support for practitioners in order to enhance their skill development when learning to use
an EIP. However, there is a need for research which clearly defines and examines whether and how
peer learning can be useful in such contexts.

The current study
As outlined above, the comparative effectiveness and optimal combination of training methods is
still poorly understood in practice (Edmunds et al., 2013). The aims of the current study were
therefore to explore support workers’ perceptions of the training methods used whilst learning to
implement an EIP called ‘Parenting Young Children’ (PYC) and, specifically, to explore perceptions of how these methods influenced their skill development. What are the perceived
advantages and disadvantages of using workshops, manuals and peer support? What improvements
could be made to programme training in order to improve skill acquisition? In order to gain a
deeper understanding of skill development, this study also aims to identify whether specific
programme-relevant skills and overall perceived skill in working with parents with intellectual
disability were perceived to have improved over the period of data collection.

The intervention: PYC
The parenting programme in focus for the current study was PYC. PYC is a home-based EIP for
parents with intellectual disability who have children under 7 years of age, which was originally
developed in Australia. Collaboration with the parent, individualized interventions and empirically
supported teaching strategies are emphasized (Mildon et al., 2008; Wade et al., 2008). PYC was
translated and adjusted for the Swedish context and introduced to Swedish professionals in October
2010 (Starke et al., 2013).
At a 3-day training workshop conducted by one of the programme developers, participants
received the PYC programme manual, which was translated from English into Swedish. This
contained instructions on how to set goals with parents, conduct assessment and skill development
sessions and included checklists and task analysis sheets to be used in assessment and skill
development. The workshop incorporated both lecturing and active learning techniques, such as
role play.
After the workshop, it was planned that support workers would attend monthly meetings in one
of five separate peer support groups. Due to practical circumstances, such as difficulties attending
meetings and change of employment for some support workers, two of the groups met less frequently. Peer support meetings were intended to provide continued support for skill development
in working with parents with intellectual disability and to support the implementation of PYC.
Meetings were semi-structured and involved interacting with support workers with the same level
of training and experience of the programme to discuss problems faced in implementation, to
reflect on experiences of using the programme and to practice key programme skills. Area
coordinators (ACs), with the same level of training as the other participants, facilitated group
discussion and organized times and venues. They also had contact with the programme developers
and the research team and could relay important information or questions between the support
workers and programme developers.
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The locality and size of the five peer support groups depended on the workplace of the support
workers, size and spread of the participating municipalities. Therefore, two of the groups contained
support workers from the same municipality and three contained support workers from different
municipalities. Groups had three to seven participants.

Method
All data were collected over approximately 1 year after the initial training workshop, during which
time participants attended the monthly peer support meetings and had access to the programme
manual. A mixed-methods design was employed. The primary research data were from focus
groups that were conducted three times: two to three months after the introductory workshop, three
to four months later and almost 1 year after the workshop. Questionnaire data (collected after the
introductory workshop and 1 year later) were used to provide further information about the
development of specific PYC-relevant skills over the research period. Repeated measures were
chosen in order to provide a deeper understanding of the training process over time.

Participants
Participants were eligible to take part in the focus groups and to complete the questionnaire if they
were working as support workers in home-based family work in one of the eight municipalities that
were included in the study, if they attended the PYC workshop and if they attended the peer support
meetings. These municipalities were from two regions in Sweden, ranging from small towns to a
major regional centre.
The participants had varied levels of training and work experience. Most of the participants had
experiences of working with parents with intellectual disability; however, they had no specific
education or training in this area. For the questionnaire participants, information on occupation (see
Table 1) was classified using the Swedish socio-economic classification (Statistics Sweden, 1982).
Intellectual disability is defined in the current study as including both functional disability and
social barriers to inclusion (Grönvik, 2007). The participants worked with parents who were
receiving support according to the Swedish disability law, LSS – Act Concerning Support and
Service for Persons with Certain Functional Impairments (1993), indicating that these parents have
intellectual disability.
The existing peer support group structure was used to create five separate focus groups,
resulting in a total sample size of 31 support workers (focus groups had 3 to 7 participants). Fifteen
participants from the focus groups also completed the questionnaire. Three support workers who
reported that they had not used PYC with a parent with intellectual disability by the second time the
questionnaire was collected (1 year) were excluded from the analysis, and the final questionnaire
sample size was therefore 12 (see Table 2).

Focus groups
Five separate groups met on the following three occasions (i.e. a total of nine meetings were conducted): during early implementation (two to three months after the workshop), mid-implementation
(three to four months later) and late implementation (1 year after the workshop). Focus groups were
approximately 3 h in duration and were facilitated by the group’s AC. The majority of the participants attended all three meetings. The mid-implementation groups were excluded from the analysis,
as they did not provide material that was sufficiently different from the first focus groups to
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Table 1. Demographic characteristics of questionnaire participants (N ¼ 12).
Swedish socio-economic classification

N

% of Participants

Unskilled employees in service production
Skilled employees in service production
Intermediate non-manual employees
Professionals and other higher non-manual employees

2
3
3
4

16.7
25.0
25.0
33.3

Table 2. Number of parents questionnaire respondents worked with at data collection time A (after
workshop, but before peer support) and time B (1 year after the PYC workshop).
N

% of Participants

Number of parents worked with (time A)
0
1
2

8
2
2

66.7
16.7
16.7

Number of parents worked with (time B)
1
2

9
3

75.0
25.0

PYC: Parenting Young Children.

contribute to the analysis. The mid-implementation focus group may have taken place too close in
time to the first focus group, therefore not allowing participants enough time to develop their skills
and reflect on their training.
A focus group interview protocol was used, which broadly focused on perceptions of the PYC
programme, contextualization of the programme for Sweden and experiences of using the programme with parents. Whilst questions about their experiences of the training process and skill
development were not the focal point, this was often a topic of conversation. All of the focus group
interviews were recorded and later transcribed. The transcriptions closely mirrored the focus group
discussions, with minimal editing. Those quotations that were chosen for in the Results section were
translated from Swedish to English, with care to maintain their original character and meaning.
Analysis of the focus groups. The focus groups were analysed for experiences of the training methods,
the training process and reflections about skill development, using thematic analysis, as outlined
by Braun and Clarke (2006). This form of analysis was chosen as it offers a flexibility that is not
found in most other forms of qualitative analysis and was therefore thought to be appropriate for
the explorative, data-driven nature of the study. Both authors familiarized themselves with the data
by reading the transcripts several times independently. An initial coding of relevant aspects of the
data (i.e. codes were concrete and close to the raw data) was completed by the first author. All of
the initial codes were then compiled and similar codes were grouped together. The corresponding
data extracts were also grouped together in word files. This involved moving back and forth
between grouping the codes and reading the data extracts to which they referred. The subthemes
were grouped again into themes following the same process that was used to create the subthemes.
The themes were then reviewed. During this phase, the appropriateness of the themes was
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compared to: (1) the original codes; (2) the extracts from which the codes were based and (3) the
data set as a whole. Themes were amended accordingly. The first author had primary responsibility
for conducting the analysis, and codes and themes were checked and amended in discussions with
the second author throughout this process.

Training questionnaire
The training questionnaire was collected on two occasions, namely, following the workshop
(before peer support began) and approximately 1 year later. The training needs questionnaire
(Clayton et al., 2008) includes ratings of both perceived importance and perceived skill in 15
different training areas relating to work with parents with intellectual disability. A shortened
version of this questionnaire (9 items) was used in the current study, which excluded skills that are
not relevant for the PYC programme (see Table 4). Participants firstly rated how important they
thought these training areas are on a scale from 1 (not important) to 5 (very important). They then
rated their current perceived skill level in these areas on a scale from 0 (not relevant for my work) to
5 (advanced level of skill). The perceived skill scores were the primary focus for the current study.
The total perceived skill score was obtained by calculating the mean score across the nine items.
Analysis of the training questionnaire. Due to the small sample size, the data from the training
questionnaire were examined using an exact sign test to determine whether there was a significant
change in total perceived skill scores before and after attending peer support meetings, having
access to the programme manual and opportunity to implement the programme with parents over
an approximately 1 year period. Descriptive statistics are also reported in order to provide further
information about how skills developed throughout the training period.

Ethics
The study was approved by the regional ethical review board in Gothenburg, Sweden. Each
participant signed a consent form and chose a code name so that they would not be personally
identifiable.

Results
Results of focus group analysis
The following three themes were identified: ‘initial challenges to learning’, ‘skill development’
and ‘continued training needs’ (see Table 3). These three themes were thought to capture the
support workers’ discussions about their experiences of the training process and skill development
over time. The first theme, initial challenges to learning, focuses on problems that the support
workers talked about after their initial training in relation to their skill development. The theme
skill development addresses perceptions of the main skills gained during training and the factors
that contributed to this skill development. Finally, continued training needs focuses on the gaps
that the support workers perceived after their PYC training was completed as well as possible
future solutions that they suggested.
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Table 3. Themes and subthemes.
Themes
Initial challenges to learning
Skill development
Continued training needs
Subthemes Working with a parent
Skills that I gained from PYC Additional training
Issues with the workshop
What helped me to develop What would aid future training
Issues with the manual and
those skills
other programme materials
PYC: Parenting Young Children.

Initial challenges to learning
In the initial focus groups, support workers identified a number of problems or barriers to their
learning. These problems related to practical aspects of using and learning programme skills and
dealing with the programme materials.
Working with a parent. One of the problems that was most commonly spoken about in the early
focus groups was not having a family to work with. PYC was identified by some participants as
being a very hands-on, practically oriented programme:
B) I think that it’s [PYC] very concrete, very ‘‘hands-on’’. That’s the experience I had during the
training.

As a result of this, many of the participants expressed the opinion that it was difficult to master the
necessary skills without practicing with parents:
A) . . . the training is very practically oriented and you need to go out and work with it. You can’t do it
properly until you’ve been out and worked with it. You can’t do it before you have put it into practice
because it isn’t just an attitude.

Working with as many families as possible was viewed as essential in order to build programme
competence. The possibility of reading the manual and beginning to implement some of the
programme skills with parents before attending the workshop training was suggested as a way for
support workers to receive greater benefit from the training workshop. Overall, it would seem that
the participants had problems with making contact with appropriate families to work with and that
they perceived this to inhibit their competence development. This is also reflected in Table 2 (data
from the questionnaire respondents) and seemed to be a problem that continued even after the initial
training period, as many of the participants only had contact with one to two families during the
whole research period. It is not known however how many meetings they had with these families.
Some of the participants thought that the difficulties in finding appropriate families could
depend on the appropriateness of the programme for specific agencies and their target group. In the
example below, a support worker said that for this reason they would no longer continue to work
with the programme:
B) The age category that it applies to is children up to 6 years old. For me there aren’t so many families
to work with overall then. That’s why I won’t continue. The client base just isn’t there.
C) They are difficult to find. I was a bit lucky . . . because I notice many people who did the training
but have no families!
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D) It doesn’t have anything to do with the material, it’s to do with the agency and the target group.

Issues with the workshop. Overall, the participants were very positive towards the workshop training
and reported that it was engaging and interesting for them. However, some problems were also
highlighted. The information that was provided at the PYC workshop was considered to be substantial. Time to follow-up, practice and properly immerse themselves in their new skills and the
programme materials was therefore reported to be very important:
C) You should have time for training. You can never read through these checklists too much. You need
to do it all the time. I feel like I’m missing that. The work should be ongoing all the time. Sitting and
reading this.

One support worker expressed difficulties in applying their new skills in a practical setting.
Whilst it was apparent for them from the workshop training how these skills should be used, they
had greater difficulty in putting it into practice:
B) . . . When we come to the checklist, you think – ‘‘This is clear from the training.’’ But then when we
actually sit there with the checklist. Wait now, how should I present the checklist to the mother. Should
I read it to her?.

The reason for this lack of time to practice was not usually discussed in the focus groups;
however, one participant did highlight the importance of the organization in allowing workers time
to practice and learn:
B) It always takes time to learn a new way to work. There must be time for that.
A) And that has more to do with the organization.

The most commonly discussed issue relating to the workshop was the language used. Because
the programme was originally developed in Australia and was new to the Swedish context at the
time of this study, there was no Swedish trainer available. The programme developers therefore
delivered the workshop training in English. One participant discussed his/her experience of not
wanting to ask the workshop instructor questions because of the language barrier:
A) The problem was when it became a discussion between everyone, then we had a translator, so you
could ask in Swedish and then she could translate to English. They would answer in English and she
translated to Swedish . . . I didn’t ask any questions, because I didn’t want to speak English.

Issues with the manual and other programme materials. Dealing with the programme manual, along
with checklists and other programme materials, was perceived to be difficult. Many of the participants expressed that they needed additional time to familiarize themselves with the material in
order to use it correctly. One participant suggested that additional administrative support could be
helpful in coping with this:
C) And sometimes you get very ‘‘No, I can’t take all of these papers!’’
B) But then I think that time is needed. We need room to work with this.
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D) It’s partly administrative. Just to get things in order and to know exactly which papers you have and
you don’t need to run around and search. Because that takes time.
B) And preparation and time after. To go through things properly.

A common reflection was that the manual contained a large amount of information, one participant suggested that it would be easier to learn if it was summarized or cut-down in some way:
F) Something I’m thinking about then, with the material . . . I always feel that when I read . . . You
find things but it takes a moment, it’s a lot of text. If you could have a smaller format . . . .
B) And the huge, thick folder . . . you get dizzy flicking through it.

Skill development
In the later focus groups, the participants had more reflections about their own skill development.
This included discussions about the specific skills they believed they had gained and the factors
that had aided their skill development. This contrasted with the earlier focus groups, in which
greater attention was given to difficulties faced after initial training and problems faced in
implementing the programme.
Skills that I gained from PYC. During the later focus groups, the support workers continued to speak
positively about the training that they received and they identified various new skills that they had
gained. These included the ability to work in a ‘hands-on’ and concrete way with the parents. For
example, breaking down larger tasks into small parts was believed to be an effective and appropriate way to work with parents:
E) This has done something to us. This PYC training. The importance of not just speeding up or taking
large chunks of things, instead of actually taking it in small steps. There can be an incredible benefit
with that.

The programme was thought to be concrete and to create a well-structured way for the support
workers to approach their work. They discussed how this, coupled with the flexibility of the
programme, allowed them to work with individual parents and to draw on and improve their
existing skills. The participant in the quote below discussed the benefits of the structure and
comprehensive nature of the programme, despite having some problems with the large amount of
information involved:
D) . . . I think that the strength of the material is that when you look at it and go through it it’s well
structured, I think that it’s a bit messy to find things in it . . . Like, there are things you could do, I think.
But everything is there. It doesn’t feel like there is some part that you need to think about, how to work,
how to start, how to talk. All of these pieces are included. It is very well thought through. There is
nothing in the material that I have thought ‘‘that was strange’’.

Another skill that was identified was the ability to approach the family in a positive way.
Focusing on negative aspects of these parents’ lives and problems that they faced in their parenthood was thought to be a common way of approaching parents. PYC gave the support workers a
new way to work with unmotivated parents in particular. PYC training had provided them with an
alternative way of interacting with parents:
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B) I think that is a strength of the programme, this having a positive focus . . . it’s easy to slip into the
programme’s way of thinking and that it’s easy to get into . . . .
C) Each person, then there is always something positive that you can find! I think that it’s important to
find that.
A) These parents are so used to hearing what they can’t do. What they are incompetent at and what they
need help with.

What helped me to develop those skills?. Similar to ‘initial problems’, support workers emphasized
the need for repetition to enable them to develop their skills. Conversations in the peer support
groups were thought to offer a structured way of practicing programme skills and exchanging
information and tips. This was thought to be particularly valuable in cases where support workers
did not yet have a family to work with:
B) I think that it’s good that we have these network meetings. Otherwise I think it would have been very
easy for it [the programme] to ‘run out’, if you haven’t really started yet and to work with it . . . you
keep it alive [with the peer support groups] and that’s very good. Sometimes you feel like you must
fight for this at work as well, it should be talked about, it should be maintained.

They found this experience to be encouraging and enabled them to continue to develop their
skills until they could find a family to use PYC with. It was also pointed out that different people
learned in different ways and at different paces, and the peer support groups were thought to
provide an opportunity to exchange this knowledge:
B) And what we have understood from the training. They were very intensive days, so you pick up
different parts. I think that’s great.

Continued training needs
Additional training. Some participants expressed a desire for further training. For example, the
participants in the quote below discussed a desire to have a more specialized follow-up training and
revision of what they had already learned:
A) We need a follow-up . . . to go further and to revise what we’ve already done.
B) Are there plans for another workshop where we could do that?

Another issue that was discussed was a perceived lack of information and guidance about how
to meet and work with the children of parents with intellectual disability, especially older children.
PYC training can incorporate coaching, which involves the parent practicing new skills directly
with their child(ren) under the supervision of the support worker. However, this does not include
details of how to explain the task to the child:
C) I think it’s hard with the older children because they are aware, so coaching is harder. It’s also an
issue for the parents when someone else is in their home and says ‘‘now you should do this’’ because
the child is aware of that.

What would aid future training?. In the early focus groups, participants discussed a need for ‘followup’ after the initial workshop and there were a number of suggestions as to what this could potentially
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include, for example, further training, working in twos, more peer support meetings, use of video
modelling in the peer support meetings, continued (more direct) contact with the programme
developers, longer peer support meetings that incorporate training or on-site coaching/supervision.
A final suggestion was that a more experienced person from within the PYC project should
come and talk at their organization, with other staff and their managers in particular. It was thought
that this could enable them to integrate the programme in their work in a better way and to
encourage managers and other staff to support them:
F) I think that it was good that you came out to each place and talked about it with each unit. It comes
from outside, from someone who has been there from the beginning and really understands, they get
hear it from there instead of from us.

Results of training questionnaire
To reiterate, questionnaire data were collected on two occasions, namely, after training, but before
peer support groups began (time A) and 1 year later (time B). Mean scores for the support workers’
perceived skills before and after intervention are presented in Table 4.
At both time A and time B, all mean skill scores were higher than the midpoint (i.e. they were
greater than 2.5 on a scale from 1 (not important) to 5 (very important) in all 9 training areas. This
suggests that the support workers considered themselves to be relatively skilled to highly skilled in
the nine skill areas at both time A and time B. At time A and time B, support workers perceived that
their skills were strongest in ‘working with parents in their homes’, ‘notification of social services
concerning maltreated children/children at risk of maltreatment’ and ‘teaching skills and abilities
for caring for children’.
The exact sign test revealed that total perceived skill scores were significantly higher at time B
than time A, p ¼ 0.012. This suggests that support workers perceived an improvement in their
skills in working with parents with intellectual disability over the period of data collection. Seven
of the nine areas were perceived to have some improvement at time B, however, these differences
were not compared statistically due to the small sample size. Skills that were not perceived to
improve were ‘notification of social services concerning maltreated children/children at risk of
maltreatment’ and ‘human relations/interactions, as well as questions about sexuality’. These skills
may therefore need further attention in PYC training.

Discussion
The aim of the current study was to explore support workers’ perceptions of their skill development
and the training methods used to teach them an EIP, in this case, the PYC programme. A secondary
focus was to examine how programme-relevant skills did or did not improve over the period of data
collection. Three different themes relating to skill development were identified in the focus group
data, and these themes can help to deepen understanding of how different types of training methods
work in an applied context and how they contribute to skill development from support workers’
viewpoint. The themes include initial challenges to learning, skill development and continued
training needs. The questionnaire data showed that overall, participants perceived that they were
quite highly skilled in all nine of the programme-relevant skills that were examined and that they
perceived overall improvements in their skills in working with parents with intellectual disability.
Possible explanations and interpretations of these findings in light of the study’s aims and suggestions for future research are discussed below.
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Table 4. Support workers’ mean perceived skills before and after intervention.
Time A

Total perceived skill
Working with parents in their homes
Notification of social services concerning maltreated children/children at
risk of maltreatment
Teaching skills and abilities for caring for children
Teach and develop interaction between parents and children
Develop and individualize interventions to strengthen parents’ ability to learn
Work with parents who are unwilling and uninterested
Tailor interventions for parents’ individual needs
Human relations/interactions as well as questions about sexuality
Knowledge and methods gained from evidence-based programmes

Time B

M

SD

M

SD

25.2
4.42
4.42

6.59
0.67
0.67

28.3
4.58
4.42

3.2
0,67
0.79

4.25
3.75
3.25
3.42
3.25
3.75
2.83

1.14
1.36
1.29
0.10
1.48
1.14
1.33

4.42
4.08
4.08
4.00
3.83
3.67
3.33

0.51
0.90
0.79
0.73
0.94
0.78
0.89

Perceptions of training methods and skill development
Workshops and manuals. The support workers were generally positive towards the workshop
training and found the method of instruction to be both interesting and relevant for their learning
and skill development. However, some support workers found the new methods that they learned
from the workshop to be a substantial amount of information given over a relatively short period.
Similarly, whilst the programme manual was viewed to be highly comprehensive, some support
workers shared the view that it was inaccessible because it included too much information and was
thought to be poorly laid out.
Apart from a possible need for more support after initial programme training, these findings
suggest that a redesign of the manual or development of additional, more compact teaching
materials could also be useful. The fact that the manual had been translated from English to
Swedish for the first time and the delivery of the programme in English rather than the participants’
native Swedish may also be partly responsible for these problems.
Peer learning. The support workers reported that they thought that using the peer support groups as
a follow-up method after their initial training was important. This finding ties in with past
research, which shows that opportunities to reflect after initial training increase skill acquisition
and skill use (Bennett-Levy and Padesky, 2014). The participants expressed that the opportunity
to exchange knowledge with peers and to reflect on their own performance was particularly
valuable. Possible supplementary methods were also discussed, such as the use of video modelling and more direct contact with the programme developers. These suggestions could be used
to provide more structure to the peer support meetings and, potentially, enhance the support
workers’ learning and skill development. Future research could incorporate some of these
aspects into the peer support groups.
In light of the results presented, it would seem that support groups provide a way of helping
support workers to maintain knowledge and interest in the programme in cases where they do not
yet have the opportunity to practically implement it. Many of the participants discussed this issue
and explained that whilst not having a parent to work with was frustrating, the peer support groups

Downloaded from jid.sagepub.com at Gothenburg University Library on April 21, 2015

Mc Hugh and Starke

13

were encouraging and enabled them to continue to develop their skills until they could find a
family to use PYC with.
Transfer of learning. Another issue that was raised in the current study was difficulties faced in
implementing knowledge from the training setting in the applied setting. Transfer of learning
involves either enhancement or undermining of performance in one context by learning in a different context (Perkins and Salomon, 1994). This can include transfer to contexts and actions that
are closely related (near transfer) or contexts and actions that are dissimilar (far transfer) (Perkins
and Salomon, 1994). In education, far transfer is often required. This is problematic because past
research has suggested that transfer often does not occur in this situation (e.g. Walters et al., 2005).
These findings suggest that the use of training methods that are removed from the practice setting
can present problems for implementation (Fixsen et al., 2005). The peer support seemed to alleviate
these problems to some extent. Further development and research of more structured forms of peer
support may therefore be beneficial, especially in cases where on-site coaching is not possible.

Organizational support
Difficulties in finding parents to work and not having enough time to practice and learn the
programme were highlighted by the support workers as core problems. This highlights a potential
need for greater organizational support and greater integration of the programme into the organization. One of the barriers to implementing EBP/EIP is a lack of evidence-based organizational
cultures in agencies (see Johnson and Austin, 2008). Facilitative administration and technical
support could be incorporated into the peer support groups as a possible solution (Fixsen, 2005).
Increasing contact between ACs and managers in areas where PYC is used could also help to
alleviate these problems.

Programme-relevant skills
The focus groups reflected that the support workers perceived that PYC contributed to their skill
development, in particular, the ability to break complex tasks into smaller parts and working at a
slower pace, working in a flexible manner, approaching parents in a positive way and working with
parents who are viewed as ‘unwilling’. The questionnaire also showed that the support workers
viewed themselves to be quite highly skilled in all nine programme-relevant skills that were
studied. There appeared to be improvements in perceived skill levels at questionnaire time A and
questionnaire time B.
‘Working with parents in their homes’, ‘notification of social services concerning maltreated
children/children at risk of maltreatment’ and ‘teaching skills and abilities for caring for children’
were the areas where the support workers viewed themselves to be most skilled at both at time A
and time B. The greatest perceived improvements were in ‘develop and individualize interventions
to strengthen parents’ ability to learn’, ‘work with parents who are unwilling and uninterested’ and
‘tailor interventions for parents’ individual needs’. These findings suggest that PYC programme
training is generally successful in targeting programme-relevant skills; however, research studies
with larger sample sizes are necessary in order to make more definite conclusions.
Finally, a need for additional training in how to approach the children of parents with intellectual disability was discussed by the participants. Over recent years, there has been growing
acknowledgement that children should be involved in the making of decisions that affect them
(Sinclair, 2004). Further research could benefit from investigating the ‘child’s perspective’, which
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can be described as one that involves adults engaging in efforts to understand children’s perceptions,
experiences and actions (Sommer et al., 2010). This approach is commonly drawn on in education,
using the identification of qualitative differences in children’s perspectives to inform teachers of
ways to enrich and develop their interactions with children. A similar approach could be used to
develop guidelines for how support workers can include children in their work with PYC.

Limitations
Perceived skill developments may have been due to the peer support meetings, practicing the
programme with a parent over time or other factors that were not accounted for. It is therefore
difficult to ascertain to what extent specific aspects of the programme training contributed to skill
development. Future research could account for other external variables, such as using PYC in
practice and individual attendance at peer support meetings (Beidas and Kendall, 2010). It is also
possible that the support workers’ perceived competence does not match up to their actual competence, resulting in inflated skill scores. The use of observation and other methods to examine
skill development are therefore important.

Conclusion
The findings of the current study suggest that there are benefits to incorporating peer support as a
training follow-up mechanism for support workers to exchange knowledge with peers and to
reflect on their own performance. The main issues that were faced in skill development were
transfer of learning and accessing parents to work with. These findings highlight the importance of
including facilitative administration and technical support to managers and agencies in order to
ease these implementation issues. Finally, the inclusion of the child’s perspective also seems to be
an important consideration for future programme training.
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Abstract
Purpose -- This study explores use of peer support groups (i.e., semi-structured peer learning
groups lead by external peer facilitators) in assisting implementation of an evidence-informed
education program for parents with intellectual disability. Aims are to investigate facilitators’
experiences, and to identify content and function of group meetings.
Design/methodology/approach -- Monthly peer support groups were provided after a
program training workshop. Five group facilitators recorded topics covered and general
reflections after each meeting over approximately one year. Data included 15 separate peer
groups and 160 meetings in total. Four facilitators also attended a focus group. Data were
analyzed using content analysis and descriptive statistics.
Findings -- Three categories were identified; organizational barriers to implementation,
experiences as a facilitator, and functionality of the groups. Facilitators perceived several
opportunities and barriers to implementation. Notable limitations included perceived deficits
in their own ability as facilitators, as well as difficulties in engaging managers with the
problems faced by practitioners in the groups. Meetings were used to discuss the core ethos
of PYC, with little time spent practicing technical program skills.
Research limitations/implications -- Generalization and reliability of results are potentially
limited due to small sample size.
Practical implications -- Peer support has possible benefits for implementation, however,
findings suggest a need to develop facilitators’ skills and to provide support and information
more broadly within the agency.
Originality/value -- Relatively little is known about facilitators’ perspectives and limited
previous research examines use of peer learning methods in the context of program
implementation.
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1. Introduction
There is growing focus on the rights of people with intellectual disability to be parents
(Article 23 of the UNCRPD; United Nations, 2006). Provision of appropriate and effective
parenting support services is therefore imperative. Evidence-Based Programs are
demonstrated by scientific research to have positive outcomes (Metz et al., 2007), while
Evidence-Informed Programs have some research base, but have not been subjected to
rigorous evaluation (Metz et al., 2007). While some support programs for parents with
intellectual disability seem to improve parenting skills (Wilson et al., 2014), there is an
apparent research-practice gap. Professionals report a need for additional training (e.g.,
Culley and Genders, 1999; Starke, 2011), and parents are dissatisfied with some professional
supports (e.g., Wilson et al., 2013). The use of effective methods to educate practitioners and
support implementation is therefore essential in translating this research into the workplace.
The current study focuses on the implementation support system (Wandersman et al.,
2008), which assists quality implementation by providing training and support to program
users. Teaching methods closely related to actual practice, such as coaching, technical
assistance and supervision are advocated (Miller et al., 2004; Sholomskas et al., 2005).
However, these approaches place a large demand on resources and may not always be
maintainable (Ramanadhan et al., 2010). Peer learning and facilitation methods are therefore
investigated in the current study as a potential alternative.
1.1 Peer Learning and Peer Facilitation
Peer learning broadly involves collaboration between equal, self-directed and actively
engaged participants (Clarke and Feltham, 1990, Walker-Bartnick et al., 1984). Peer learning
methods originate from social learning theory (Bandura, 1982), emphasizing social
interaction, collaboration, and self-efficacy. These kinds of approaches have been found to
result in enhanced knowledge development, decreased feelings of isolation and increased
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feelings of work-related competency (Zins et al., 1988; Secomb, 2008). However,
problematic group structure, personality conflicts and absence of expert guidance can be
cause for concern (Secomb, 2008). A variety of terms are used to describe the application of
peer learning in practice, including peer tutoring, peer teaching and peer group learning,
amongst others (Lincoln and McAllister, 1993).
The need for guidance and assistance in peer groups can potentially be addressed by
facilitators, who aid changes in attitude, habits, skills, or ways of thinking and working
(Kitson et al., 1998). Facilitators are therefore a kind of internal or external change agent, and
have been most notably used within the Promoting Action on Research Implementation in
Health Services (PARIHS) framework (Rycroft-Malone, 2004). However, the role of
facilitation in the implementation process has generally been poorly understood and defined
(Stetler et al., 2006). Harvey and colleagues (2002) pointed out that that little research
examines what is actually involved in facilitation, the importance of facilitative style, how
facilitation might be improved and the components of the facilitative process.
2. The Current Study
The current study investigates the use of a peer learning method, accompanied by external
facilitation, employed to aid implementation of an Evidence-Informed Program for parents
with intellectual disability in Sweden. The program, program delivery and the form of peer
learning and facilitation used are outlined in detail below.
2.1 The program: Parenting Young Children
Parenting Young Children (PYC) is a home based Evidence-Informed Program for parents
with intellectual disability with children under seven years of age, originally developed in
Australia. PYC encompasses two modules; Parent-Child Interaction (based on Eyberg’s
Parent–Child Interaction Therapy; Eyberg et al., 1995) and Child Care Skills (e.g., Feldman
and Case, 1997; Feldman et al., 1992). Collaboration, individualized interventions, and
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empirically supported teaching strategies are emphasised (Mildon et al., 2008; Wade et al.,
2008). The practitioner helps the parent to set his/her own goals, which become the central
point for program training. Empirically supported teaching strategies are used, including role
play, coaching, prompts, praise and corrective feedback (Feldman, 1994, 2010; Wade et al.,
2008). Sessions are usually weekly and one hour in duration (Mildon et al., 2008).
2.2 Delivery of PYC
PYC was translated, adjusted and introduced to Swedish professionals in October 2010
(Starke et al., 2013). The program has been implemented in Swedish social services on a
project basis in approximately 26 municipalities. In Sweden, PYC is aimed for support
workers working in home-based family work, thus having varied levels of training and work
experience. Most support workers have experience of working with parents with intellectual
disability, however, they usually have no specific education or training in this area.
Project organizations are temporary, with a clearly defined time frame focusing on
innovation (Johansson et al., 2007). Outcomes and conditions can therefore differ from
implementation on a non-project basis. Furthermore, Sweden is divided into municipalities
and counties; municipalities are responsible for provision of social care and can have
different arrangements for coordinating activities at a local level (Government offices of
Sweden, 2004). Therefore the system in which PYC is implemented may vary greatly from
one municipality to another. It is not within the scope of the current study to explore these
differences.
2.3 Implementation support for program users and defining peer support
Two different training workshops took place in 2012. Practitioners without any experience of
PYC took part in a three day introductory workshop, providing basic knowledge about goal
setting, teaching methods and approaches to teaching child care and parent-child interaction.
Practitioners who had already attended an introductory workshop in 2010 participated in a
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two day booster workshop. This was intended to deepen their program knowledge, increase
program fidelity and encourage problem solving by incorporating lecturing, role play and
discussing problems experienced in practice. Trainees received a Swedish version of the PYC
manual, containing instructions on goal setting, conducting assessment and skill development
sessions, checklists and task analysis sheets. Workshops were taught by the program
developers and delivered in English.
After training, peer support groups were available for support workers. The term peer
support is used in the current study to differentiate it from other concepts used in the extant
literature. Peer support groups, as defined here, act as a source of support in program
implementation and learning for practitioners in the field after initial program training. The
groups were intended to provide opportunity to discuss problems encountered in
implementation, to receive peer feedback and to practice program skills together.
External peer facilitators, known as Area Coordinators were employed by the PYC
project and took on facilitative, supportive responsibilities within groups. They organized
times and venues and acted as a connection between the research team, program developers,
workers and agencies. Area Coordinators were supported by the research team and program
developers. Area Coordinators did not have expert program knowledge, however, they had
past experience of the program, and knowledge of implementation problems from the
implementation sites where they worked.
2.4 Aims of the current study
The aims of the current study are to explore Area Coordinators’ experiences of peer support
groups, and examine the content and function of the meetings. This research will add to
knowledge of the use of facilitation and peer learning methods for implementation and
ongoing learning of Evidence-Based and Evidence-Informed programs within the workplace.
Research questions include:
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-

What are the challenges to providing peer support and how can they be overcome?

-

How do peer support groups develop over time?

-

How do the participants perceive their work as Area Coordinators and the quality
of the support provided?

-

What organizational factors are identified as negative/positive in the
implementation work and in the support provided to support workers?

3. Method
3.1 Participants
All Area Coordinators working with PYC in Sweden at the time of data collection
participated in the current study. The sample therefore contained four trained social workers
and one individual with training in psychology. All Area Coordinators were working in
family support and implemented PYC with at least one family. The Area Coordinators
worked with a total of 15 peer support groups, and had responsibility for 1-7 groups each (see
Table 1). Area Coordinators and peer support groups have been assigned pseudonyms in
order to protect their identity.
3.2 Peer support groups
All peer support groups in Sweden were included in the current study. In total, there were 15
peer groups (see Table 1), containing support workers from 26 municipalities from two
regions. Locality and size of the groups depended on the size and spread of workplaces in
participating municipalities. All but three of the support groups contained support workers
from different municipalities.

Data collection took place over 4 to 18 months (mean = 11

months), as new groups were formed over this period.
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Table 1
Description of Focus groups and Area Coordinators
Area Coordinator

Peer Groups

Stephanie

Karen

Andrea

Anne

Group A

Number of meetings on
which data was collected
8

Date for first and last
documents collected
April 2012-Jan 2013 10

Group B

10

May 2012 – April 2013 11

Group C

9

May 2012-April 2013 11

Group D

8

May 2012- Feb 2013 9

Group E

7

May 2012-March 2013 11

Group F

4

March 2013- June 2013 4

Group G

8

Group H

17

April 2012- December
2012 8
March 2012 – June 2013
15

Group I

9

April 2012-Jan 2013 9

Group J

17

March 2012-May 2013 14

Group K

11

June 2012-May 2013 11

Group L

8

May 2012-May 2013 12

Group M
Group N

6
18

Aug 2012-May 2013 9
Jan 2012 – June 2013 18

Heather
Group O

13

March 2012-May 2013 14

3.3 Focus group
A focus group interview protocol was used, broadly addressing perceived pros and cons of
peer support, problems faced, and personal experiences of peer groups. Four Area
Coordinators took part in the focus group; Stephanie, Karen, Andrea and Anne. Heather was
unable to attend due to geographical factors. All Area Coordinators were acquainted before
participation.
Focus groups have been criticized for creating surface discussion, and for generating
interactions and dynamics that may cloud some participants’ views (Powell and Single, 1996).
Pre-existing groups have been criticized for similar reasons; participants might conform to
past patterns of behaviour. The focus group format was used here because it offers the
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possibility to quickly identify a range of different perspectives and can stimulate discussions
that might not be highlighted in a one-on-one interview. Familiarity can also mean that
participants can support each other, and discuss shared experiences (Powell and Single, 1996).
3.4 Tracking Peer Group Activity & Perceptions of Peer Groups
Two forms were developed to track peer support group activity and Area Coordinators’
reflections about meetings. Both forms were completed by all 5 Area Coordinators over a
period of 4 to 18 months (mean = 11 months). The peer support meeting activity form
documented participation at peer support meetings. The Area Coordinators recorded length of
meetings, number of participants, and participants’ ongoing PYC work with families. In the
meeting content and reflections form, Area Coordinators completed a multiple choice
question about topics covered in the group. They also answered open ended questions about
general reflections on the meeting and topics covered.
3.5 Data Analysis
An inductive analysis was performed, beginning by reviewing the entire data set. The focus
group discussion and the forms were then analysed separately, as outline below. Memos were
kept throughout the analysis.
3.5.1 Analysis of the focus group
The second author facilitated the focus group discussion. The first author had primary
responsibility for transcribing, coding and analysis. The coding and categorization were
regularly reviewed, discussed and amended in consultation between both authors.
Qualitative content analysis was used (Graneheim and Lundman, 2003), assisted by
NVivo software. Firstly, the whole transcript was read several times. The unit of analysis
included the entire transcript (11,486 words). The data was sorted into three content areas in
accordance with the main focus of the research questions: reflections about the organization,
being an Area Coordinator, and group structure and function. Content areas were extracted
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from the text and compiled in separate files. Meaning units were identified, condensed and
coded, using codes close to the original text (see Table 2). Codes were compared, and then
separated into subcategories and categories. The original transcript was referred back to and
considered during this process, and categories were amended accordingly. Finally, suitable
extracts were selected from the data and translated for inclusion in the final paper.
The analysis was tested for inter-rater reliability using a second rater. Only one
transcript was used in the analysis, meaning that there were a large amount of codes, many of
which occurred only once. The second rater was therefore asked to assign the codes to their
categories, rather than recoding the original transcript. The second rater received category
descriptions and had the opportunity to ask the first rater questions before assigning the codes
(73 in total) to categories Inter-rater reliability was almost perfect according to Landis and
Koch’s (1977) guidelines (κ=.85, p <.0005)

Table 2
Stages in qualitative content coding (Graneheim and Lundman, 2003), using a sample from
the current study
Meaning Unit

Condensed Meaning Unit

Code

Stephanie: But I think it would have been good
to meet them (the managers) where they are.
Then you could go there maybe once per
semester. Something like that…because then you
would have informed the work group as well and
told them “This is what we’ve done, this is how
far we’ve come”

Area
Coordinator
meeting
managers at the organization once a
term to inform about work in the
group

Area Coordinators going to the
organization to inform about PYC

Karen: Many of the support workers, they go out
and work with parents, they don’t sit in an office.
Some don’t even have their own work place.
Instead there’s many people at one computer
someplace. They hardly have a telephone.

The support workers have few
resources. Often no computer, no
phone, no work place of their own

Few resources for support workers
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3.5.2 Analysis of the forms
Descriptive statistics were compiled on the multiple response questions and attendance. For
open-ended responses, response options from the multiple response questions were used as
codes. New codes were generated where necessary. For the first eight meetings in each peer
support group, codes were also graphed over time. Data was collected on groups for different
periods of time (4-18 months), therefore graphing the first eight meetings only in each group
allowed for the greatest amount of comparison across all groups without losing coherence.
The graphs show the number of groups that mention the topic in specific meetings, using
ratios. For example, if 3 out of 15 groups mentioned goal setting in their first meeting, then
goal setting for meeting 1 is represented as 0.2. Groups counted as discussing the topic if the
Area Coordinator mentioned it at least once in the forms for that meeting.
Coding of the open-ended data was checked for inter-rater reliability using a similar
system to that described earlier, except the second coder received a random sample of
extracts taken directly from the forms (i.e., 20% of statements for each code, 66 statements).
This approach was used due to the larger data set. Inter-rater reliability was substantial (κ=.61
p <.0005) according to Landis and Koch’s guidelines (1977).
4. Results
4.1 Attendance at peer support groups and implementation of PYC
On average, PYC support groups contained three to nine members. Attendance at meetings
declined after the initial meeting and then remained relatively stable for most groups. Overall,
implementation of the program was quite low among peer support groups; 13 out of 15
groups having an average of less than 50% of attendees actively implementing the program
(see Table 3). Some groups, for example Groups D (9.52%) and E (9.38%), had particularly
low implementation.
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Table 3
Attendance at peer support groups and implementation of PYC
Group

Average number
attendees

Average % of attendees with
introductory training

Average % of attendees
actively using PYC

B

7

96,23%

62,24%

K

7

80,95%

54,49%

J

6

86,32%

47,00%

N

5

71,79%

43,02%

O

3

41,18%

39,27%

F

7

100,00%

36,79%

L

5

56,52%

36,01%

I

4

100,00%

33,70%

H

9

55,17%

28,07%

A

6

100,00%

25,24%

C

7

90,38%

23,24%

G

5

85,71%

20,48%

M

3

67,50%

15,28%

E

4

94,44%

9,52%

D

8

55,38%

9,38%

4.2 General content of peer group meetings
The most commonly discussed themes across all peer support groups were: setting goals,
communicating and introducing PYC, creating a working alliance, and recruiting families
(see Table 4). These themes are assumed to be reflective of areas in which support workers
perceived that they needed most help. The most popular themes focused on some of the most
fundamental aspects of PYC, especially important in the beginning stages of implementation.
Goal setting, for example, is a key aspect of PYC; goals are central to program-based work
and are decided in collaboration with the parent. They should be concrete, achievable and
explicitly outlined. Area Coordinators often reflected that the groups perceived collaborative
goal setting, and formulating concrete, achievable goals as difficult. Area Coordinators also
reported that the groups discussed examples of successful goal setting. Creating a working
alliance is another central aspect of the PYC program that is part of goal setting, meaning that
roles and expectations of the parent and the support worker should be clear, and they should
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work in a collaborative manner. Discussion of communicating and introducing PYC in
families was largely related to tactics for recruitment of families, involving talk about
identifying appropriate target parents, and how to inform them of the program. Recruitment
of families was often viewed to be problematic, especially in the initial peer support meetings.
Some of the least commonly addressed topics included the use of observations and
checklists, both of which are important tools used for teaching parents skills. Observations
are used to ascertain how well the parent can currently perform specific skills, and checklists
are used to carefully break down, order and structure the learning of skills. In sum, the results
indicate that groups largely focus on central program elements, rather than technical skills
and materials.

Table 4
Themes discussed in peer support meetings meetings
Theme

Number of different
peer groups that
discussed the theme

Number of total
references

Setting goals
Communicating and introducing PYC
Creating a working alliance
Recruiting families
Teaching a skill through role play
Organizational issues
Purpose of network
Fidelity
Ethical issues
Paperwork
Homework
Other interventions
Learning a skill through
discrimination training
What is PYC?
General skills for working with
parents with ID
Creating own program material
Observations
Using checklists

14
14
14
13
13
12
8
8
10
8
6
9
5

150
88
75
71
42
38
22
21
19
17
17
14
14

9
6

12
12

6
4
3

9
5
3
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4.3 Development of peer support groups meetings over time
Figures 1, 2 and 3 show that themes most commonly reported to be discussed over time
include the use of role play as a teaching strategy, goal setting, creating a working alliance
with the parent, communicating and introducing PYC and recruiting families. Discussion of
most technical skills, such as discrimination training, use of checklists and observation were
consistently the least often discussed topics across meetings.

Figure 1. Discussion of codes over time for the first 8 meetings in each group (expressed as
ratio): Recruiting families and communicating and introducing PYC.
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Figure 2. Discussion of codes over time for the first 8 meetings in each group (expressed as
ratio): Technical program skills, program fidelity, structure of network meetings.
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Figure 3. Discussion of codes over time for the first 8 meetings in each group (expressed as

Groups discussing code (ratio)

ratio): core ethos of PYC, program materials, other issues relating to parents with ID.
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4.4 Results of the Focus Group Analysis
Results of the focus group relate to perceptions of the role of an Area Coordinator, challenges
and opportunities for the peer support groups and the relationship between the peer support
group and the organization. Three categories were identified; organizational barriers to
implementation, experiences of being an Area Coordinator, and functionality of the peer
support groups (see Table 5).
Table 5
Themes and subthemes from focus group analysis. Each category is from the perspective of
Area Coordinators
Categories

Sub-categories

Organizational barriers

Experiences of being an Area

Functionality of the peer

to implementation

Coordinator

support groups

Existing problems

Professional challenges

Practical aspects

Opportunities/tactics

Personal challenges

Participant insecurity and
‘stuckness’

for improvement
Learning and support

4.4.1 Organizational barriers to implementation
Participants often broadly referenced the “organization” and “mangers”, it was therefore
sometimes difficult to identify specifically which individuals and managers they were
referring to. However, they seemed to refer most often to the support worker’s closest
manager as “managers” and the agency as the “organization”. Organizational barriers were
discussed in two ways: existing problems, and tactics for coping with problems.
Existing problems. Several factors within the organization were identified to be
problematic for implementation of PYC. Two Area Coordinators reflected that some
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organizations did not carefully select employees to send to PYC training. Karen referred to
one municipality which sent temporary employees to training, meaning that they could not
implement the program and participate in peer support groups in the long-term. This issue
was thought to be due to the fact that program training was free, meaning that employee
selection was not carefully considered:
Karen: And if it costs money, then you don’t send temps. That’s what [group F] didsent temps. So there were temps who were the most engaged of everyone, and then they
didn’t get to stay.
Planning was also identified as an issue; Area Coordinators perceived that some
municipalities had no plans for implementation of PYC, or supporting and identifying parents
with intellectual disability in general. This included, for example, lack of thought about
strategies for finding and recruiting parents:
Anne: There should be a long-term plan. We know that we actually have contact with
these parents and we have a strategy, with PYC as one of the methods we give concrete
support with.
Conversely, one Area Coordinators expressed that plans could also potentially limit
flexibility and creativity.
Existing practices and climate within the agency were thought to sometimes hinder
implementation. One Area Coordinator stated that agencies tended to use “home-made”
solutions, based on common sense or gut feeling. Agencies were thought to incorrectly
believe that they already used methods similar to those used in PYC:
Karen: …I feel that it can be a problem generally in the municipalities that you don’t
have a clear plan of how we work. Instead you sit with your small home-made solutions.
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Support workers were viewed by the Area Coordinators as low-status, with very poor
available resources. This was thought to hinder implementation due to lack of time to practice,
access to computers or other resources:
Karen: Some don’t even have their own workplace, but several people at one computer
someplace…It feels like they’re… lowest down on the scale, lowest status in the whole
social services.
Finally, there was a perceived lack of knowledge about individuals with intellectual disability
among staff responsible for recruiting and referring parents to PYC support workers. This
lack of knowledge was thought to be one of the most serious implementation problems:
Karen: When I showed the social worker a video about parents with intellectual
disability I asked, if you had met that woman, would you have understood that she was
intellectually disabled?...No, she wouldn’t have.
Opportunities/tactics

to

improve

implementation.

Possibilities

to

improve

implementation mainly related to a need to consider the importance of the agency more
broadly. This involved tackling structural problems, such as planning how to work with
parents with intellectual disability and referring them to the correct services. Suggested
solutions included offering education and training in practical, generalized skills for working
with and identifying these parents to social services staff who are responsible for referrals. A
further suggestion was to encourage social services to develop explicit plans for working with
parents.
The most frequently occurring discussion in this category related to the perceived
necessity to include managers in the support groups meetings. Peer support groups that
included managers were thought to have a good structure, as questions could be addressed
directly with the manager, and mangers could provide continued support in the workplace:
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Karen: The group that I have that has the best structure, the best everything, it’s about
the managers.
However, most Area Coordinators reflected that few managers attended peer support group
meetings, explained by frequent reorganizations of managers in municipalities and lack of
time. New managers were thought to be unfamiliar with PYC and therefore did not prioritize
time for attending peer support group meetings:
Andrea: Many of my municipalities there have been had reorganizations, new managers,
or they haven’t managed to get new managers.
Managers were also thought to play an important part in the implementation process by
helping to prepare families to participate in PYC work. It was thought that managers should
be familiar with key program principles, and how they should be implemented:
Stephanie: I think it would’ve been good to talk with the managers who are there every
day… So that that they can also grasp that the methods holds and isn’t watered down.
4.4.2 Experiences of being an Area Coordinator
Broadly speaking, Area Coordinators thought that their work included providing support and
encouragement, acting as a role model and a bridge between the program, the support
workers and the agency. Furthermore, Area Coordinators wanted to problematize aspects of
the peer support groups meetings and help support workers to actively participate in meetings.
They discussed structural problems with managers in municipalities and helped support
workers with program related paperwork. Some said that being an Area Coordinator had
been a positive experience and an opportunity for personal development and learning new
skills. However, there was a recurring focus on both professional and personal challenges
faced in their work.
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Professional challenges. Professional challenges relate to work-relevant skills and
performance. The tasks outlined above are those which the participants seemed to be agree
were clear aspects of their responsibilities as an Area Coordinator. However, there was
disagreement about some responsibilities. Karen and Andrea felt pressure to be program
experts and felt that they lacked such competence:
Karen: I thought it was difficult in the beginning, I couldn’t do PYC better than them. I
had gone to the same training as they had and then I came out and…they expected me
to be some sort of expert. I thought that it was very hard to be that.
Some argued that their role as a peer rather than coach or expert had not initially been made
clear. Stephanie also felt this pressure, however she suggested that they had placed the
pressure on themselves, rather than being due to lack of clarity about responsibilities:
Stephanie: I think it’s something that lies with us. We talked about it many times that
we are not method supporters. We are peer group leaders…we’re not coaches, but of
course you want to be when you’re asked questions.
The Area Coordinators believed that they had some program expertise, however, such as
their ability to competently guide support workers through the PYC manual. The manual was
therefore seen as a valuable resource of knowledge and useful for structuring meetings.
Another professional challenge was dealing with groups with different levels of
experience and training. The majority of the peer support groups contained support workers
from different municipalities, meaning that support workers with different experiences of
using the program were mixed together:
Andrea: I’ve felt that it’s been hard to make sure that everyone gets something from the
peer groups when there are so many different levels.
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Personal challenges. Participants described emotional struggles that accompanied their
attempts to complete their work as an Area Coordinator. Many of the participants described
feelings of confusion and feeling out of their depth in the beginning. Some Area Coordinators
perceived some of their groups as hard to cope with. One Area Coordinator was criticized by
members of a group, and felt insecure about her own abilities as a result:
Karen: One person picked holes in me all the time…it was really nasty… it meant that I
felt belittled and it wasn’t so easy to stand in with another group then.
Other Area Coordinators described frustration with members of peer support groups. Some
support workers were described as unmotivated, preoccupied with small talk, or focused on
continuously revisiting the same topics.
Learning and support. Area Coordinators perceived that they were supported by a
number of different people. Help from other Area Coordinators was identified as the most
important source of support; Area Coordinators provided mutual companionship, shared
experiences and reliable advice and guidance. Area Coordinators described sharing difficult
experiences with each other and finding solutions to problems together:
Karen: It’s been incredibly valuable to get to know each other, because it’s easier to
talk about things that are difficult. If I hadn’t gotten to know all of you then I
wouldn’t have been as open about the things that were difficult.
Meeting with the program developers were also thought to be supportive. However,
participants expressed that these meetings became less beneficial over time. The participants
perceived that meetings focused on program principles and fidelity, rather than discussing
their work as an Area Coordinator. Meetings were thought to be more beneficial when the
Area Coordinators first started with the peer support groups, when they felt they needed more
knowledge of PYC. Technical problems further contributed to these perceived difficulties.
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Meetings were held via skype with multiple participants; the Area Coordinators described
poor quality internet connection, difficulties in turn taking and connection drop out.
4.4.3 Functionality of peer support groups
Practical aspects. Group size was identified as impacting how peer support groups function;
groups perceived as smaller were thought to lack dynamic, however it also meant that more
attention could be given to each group member:
Andrea: In the beginning I had 3 small groups with five or six people in each
group…you had no dynamic in the group. But at the same time it’s positive with small
groups because I felt that everyone got the time and attention they needed.
Mixing different municipalities or agencies together was thought to be fun, encouraging
better group dynamics because a variety of perspectives, experiences and ideas could be
shared.
The variety of abilities and expertise in some groups was thought to be challenging for
the peer support groups. Area Coordinators perceived a large difference between those who
were implementing PYC with parents with intellectual disability and those who were not.
Support workers who were not implementing the program seemed to contribute less in group
discussions.
The need for a finite timeline and structure for the peer support groups was also
discussed. Karen worked with one group felt that they no longer needed the peer support
meetings after approximately one year. Other Area Coordinators described a drop in
motivation in groups that had ongoing difficulties in finding parents to work with. A
suggested solution was to limit peer support groups to one year and to have a set syllabus to
encourage greater engagement and structure, as well as helping the agency to think about
how they can continue to support PYC support workers after this period:.
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Karen: …one of my groups have said that they don’t feel any need for meetings
anymore after the summer.
Insecurity and ‘stuckness’ in the peer support groups. A particularly problematic
dynamic described within some peer support groups was “stuckness”. These groups were
perceived to fail to progress or work in a constructive manner. Stuck groups were often
thought to experience trouble finding parents to use the program with, to be insecure about
their abilities, preoccupied with perfection, and to repeatedly return to questions and topics
that Area Coordinators saw as irrelevant:
Karen: It’s hard when some questions come up that you know you have discussed lots
of times... I don’t think it has to be that hard.
5. Discussion
The aim of the current study was to explore Area Coordinators’ experiences of peer support
groups, and to examine their perception of content, function and problems associated with
meetings. These questions have relevance for how peer learning can be utilized to bridge the
gap between initial program training and learning that happens in the workplace as
implementation happens. The main results from the analysis showed that in most groups,
implementation of PYC was quite low. Groups were also perceived by Area Coordinators as
spending a large amount of time talking about program goals, recruitment of parents and
introduction of the program to new parents, and little time discussing or practicing technical
skills. Peer support may therefore be more important for general program understanding,
assisting attitudinal changes, and questioning how the program can be useful or appropriate in
the agency. It seems that these groups were less important for program fidelity and more
specific skill development. The reflections of the Area Coordinators in both the forms and the
focus group discussion provide some further understanding of these observed patterns and are
discussed in detail below.
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5.1 Using peer groups to assist talk alignment?
Organizational problems were thought to be to be a particularly prevalent barrier to
implementation. In the Interactive Systems Framework of program implementation and
dissemination (Wandersman et al., 2008), the support system should help the individuals,
organizations and communities that use programs to implement with high quality. The peer
support groups seemed to be of some assistance to program users, however, this capacity may
have been limited because the groups largely focused on supporting individual support
workers. It seems that greater support is necessary for the delivery system to effectively
implement PYC. Colleagues closely related to the support workers’ implementation efforts,
such as their closest managers and social workers, were thought to be have inadequate
engagement with and knowledge of PYC and parents with intellectual disability. Area
Coordinators described failed efforts to include and engage managers in meetings, partly due
to lack of time, geographical constraints and frequent organizational restructuring.
Alternative methods of generating awareness within participating agencies may therefore be
important to use in tandem with the peer support meetings, especially efforts to highlight the
importance of addressing broader structural and knowledge related problems hindering
referral of parents with intellectual disability to PYC trainees.
This underlines the need for broader organizational change, and exemplifies what can
happen when newly trained individuals must re-enter an organization which is not suitable
for program implementation. Managers often do not support programs, even if they feel that
the underlying principles may be useful (Beer et al., 1990). The reason for this may be that a
focus on programs can take attention away from solving actual problems faced in helping
parents with intellectual disability by attempting to use standardized solutions. Peer support
groups and Area Coordinators could be restructured to more formally assist and encourage
problem solving, beginning at the periphery of the organization. Peer support groups could
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therefore be useful for assisting the necessary organizational change, rather than simply
focusing on program learning. In particular, attention could be paid to task alignment (Beer et
al., 1990). Task alignment proposes that change should begin at the periphery of the
organization, where the necessary changes are driven by “who works with whom and who
leads” (Beer et al., 1990, p.4). According to Beer and colleagues (1990) task alignment is
superior to changing individual knowledge, attitudes and behavior. Using task alignment
instead, people are put into a new organizational context in which their roles and
responsibilities are changed, they must find unique solutions to problems experienced in
practice (Beer et al., 1990).
5.2 Area coordinators as “peer supporters”
Many advantages and benefits of being an Area Coordinator were discussed by participants;
the position gave Area Coordinators greater personal development and involvement in a topic
which they believed to be important. Although the participants felt supported on a personal
level by contact with other Area Coordinators, they experienced little support in their
professional challenges. Difficulties arose relating to knowledge, expertise and the conflict
between being a peer and a facilitator simultaneously. More training may be necessary for
peer supporters in order to deal with these challenges.
Questions can also be raised about whether Area Coordinators should be considered as
peers to the other group members. Although Area Coordinators had roughly the same level of
program training as the other group participants, they had more education than most of the
support workers and had a higher position within the social services. Furthermore, some Area
Coordinators’ worked with several different support groups and therefore had more time than
many other PYC trainees to practice PYC skills and consider approaches to solving problems.
Clarification of the role and position of the Area Coordinator is important from early on in
the group’s formation, as well as clarifying the expectations of other group members.
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The advantages and disadvantages of internal and external support are also of
importance here. Area Coordinators were external to the agencies that they worked with, and
therefore had to work to learn about these agencies’ routines and to build rapport with
managers. Use of internal change agents in combination with external facilitation may
therefore be worth consideration (Stetler et al, 2006). Ultimately, facilitators must receive
greater training to support small group learning and have the flexibly to manage different
situations, especially techniques for coping with problems in assisting group members and
agencies to move from learning to program use in an applied setting.
5.3 Limitations
A small sample size was used, potentially limiting generalization. Some Area Coordinators
were responsible for many more peer support groups than others and therefore provided a
greater amount of data. Other methods of examining the use of the peer support might
include participant observation, which could provide a richer description of group dynamics
and problems faced in implementation. Obtaining the perspective of other group members,
such as managers and support workers would also allow for triangulation of data (Denzin, as
cited in Cohen et al., 2008).
Despite the facilitator’s efforts to include all participants, some focus group members
tended to dominate conversation, while others contributed less information. Furthermore, it is
possible that some Area Coordinators could have agreed with the dominant perspective rather
than voice their own opinion.
Finally, while graphing topics of discussion over time allowed for a general impression
of the use of the groups over time, the reasons for specific patterns can be difficult to
ascertain. Groups did not work in isolation, and many contextual variables may therefore
have come into play.
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