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Abstract

Background: This article reports on an evaluation of four family support programmes in Ireland
for families of people with a physical or an intellectual disability or autism. The focus of the eva-
luation, which took place within a year of the programmes’ completion, was on establishing
whether the programmes had an impact on families’ capacity to effectively support their family
member. Method: A mixed-method design was used, which included a survey (n = 38) and inter-
views (n = 19) with participating family members. Ethical approval for the study was given by the
relevant university ethics committee. Results: Findings suggest that participation in the pro-
grammes enhanced knowledge, attitudes, and competencies of families and also impacted their
ability to advocate for their family member and to connect with the community. Discussion and
conclusions: Whilst outcomes were overwhelmingly positive, further follow-up would be
required to ascertain if sustained capacity building took place.
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Introduction

The importance of environment and family as significant contributors to the quality of life of the
person with a disability is well recognized (Brown and Brown, 2004). Families, as opposed to
institutions or services, are considered the primary support unit and social resource for a person
with intellectual disability (Rillotta et al., 2012). However, to be effective in their supporting role,
families, in turn, need support (Resch et al., 2012). Often this support is not forthcoming. Findings
of studies in several countries show insufficient support with access to services, fragmented or
ineffective service provision and disempowerment of families (Courtin et al., 2014; Powers et al.,
2006; Ruble and McGrew, 2007; Taggart et al., 2012). Furthermore, whilst Courtin et al.’s (2014)
review of carer support in Europe identifies the importance and availability of carer-specific sup-
ports, it appears that financial support, in terms of direct payments or entitlements, is often the
approach employed. This may be due to the difficulties in developing individualized supports but
is more likely to be related to an unwillingness of carers to access such supports (Courtin et al.,
2014). The most urgently needed supports for families have been identified as developing knowl-
edge and self-advocacy skills, building of peer support networks and helping with accessing and
navigating services (Etmanski et al., 2011).

Programmes to meet these needs are increasingly recognized as important (Breckenridge and
Huppert, 2010; Dunst 1990 cited in Dunst et al., 1991). The evolution of family support initiatives
as alternatives to the hegemonic influence of more medical approaches began in the 1950s and
1960s. These were often initiated by parents and advocated for education, care, and community
inclusion of the person with a disability. Since then, the perspective of families has increasingly
featured in the research literature as the service needs of individuals and their families have been
prioritized (Higgins et al., 2013). Dunst et al. (2002) proposed a model to categorize family-
oriented supports according to the extent of self-sufficiency and capability assumed. In order of
increasing level of family centredness, they identified (a) professionally centred supports that gen-
erally see families as deficient and incapable without professional interventions, (b) family-allied
supports in which families are carrying out professionally prescribed interventions, (c) family-
focused supports that emphasize professionals offering choices to families and monitoring their use
of services, and (d) family-centred supports that work on the assumption that families are fully
capable to make informed choices whilst professionals support this.

Family-centred and family-focused programmes have been shown to be more likely to facilitate
choice, involvement, knowledge and skills to augment functioning within families (Dunst et al.,
2002, 2007; Truesdale-Kennedy et al., 2006). Activities consistent with family-centred or -focused
practice tend to emphasize improving well-being, social support and service satisfaction via
increased parental self-efficacy (Department of Human Services and The Department of Education
and Early Childhood Development, 2012; Heller et al., 1999). To be successful, it is important that
the impact of such programmes is sustainable and incorporates building capacity in participants.
The Irish Department of Health (2012a: xi) phrases it as follows: ‘Capacity-building is the process
of ensuring that an individual or organisation has the skills, competencies, knowledge, structures
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and resources to realise their goals effectively’. For family support programmes, capacity building
means first and foremost the provision of relevant and practical materials and skills that can be
implemented independently by participants. Butera-Prinzi et al. (2010) found that the acquisition
of knowledge, envisioning of a positive future and the development of advocacy skills by parents
were pivotal capacity-building resources. Other studies also demonstrate the significant benefits of
building interconnections and peer networks among families as a form of capacity building in
terms of sharing of information and experiences leading to greater empowerment (Black et al.,
2008). Findings such as these may suggest that effective programmes should focus on empowering
the families in their engagement with policymakers, services and local communities. As such, fam-
ily support programmes, if successful, may enhance quality of life for people with disability and
family members and facilitate them to determine their futures (Taggart et al., 2012).

Knox et al. (2000) highlight the importance of considering ‘family’ as a component of an
ecological structure located within social, economic and political systems that directly affect
family. In this context, Chenoweth and Stehlik (2004) argue for innovative supports to create social
capital and capacity by working with people with disabilities, families and communities to support
social inclusion. This is by no means a given. For example, research has demonstrated that families
and people with disability encounter barriers to, or have reduced capacity to become part of,
naturally occurring networks in the community through which social capital can be generated
(Chenoweth and Stehlik, 2004). Therefore, whilst specific knowledge and advocacy skills may be
useful to families, it would seem that without generating an element of community support, the
programmes would be found lacking.

This article reports on the impact of four programmes in the family-focused and family-centred
spectrum that were designed in Ireland to support families of people with a variety of disabilities.
Each of the programmes was developed according to the principles outlined in the previous para-
graph offering a mixture of skills training, broadening of participants’ knowledge base and estab-
lishing support networks. The programmes were funded for a fixed duration of time. This article
reports on a subsequent follow-up evaluation commissioned by the funder to establish the impact
of the programmes on participating families (Higgins et al., 2013).

Four family support programmes

The family programmes were delivered by four different organizations in the Republic of Ireland
(see Table 1 for full detail). Two of the organizations were parent led and two were professional led.
One of the professional led services had undergone a transformation to emphasize individualized ser-
vice delivery focusing on community inclusion and integration. The format of the initiatives varied.
Two services offered families full day or residential weekends, whilst others offered shorter infor-
mation sessions typically 2-h evening sessions that were spread over a period of months. The four
initiatives used different activities to achieve their objectives, which included workshops to promote
advocacy, develop social networks and develop circles of support with a view to enabling families to
connect more meaningfully to their local community. The initiatives also used workshops on person-
centred planning, family leadership and interestingly one initiative opened a dialogue with commu-
nity child care providers on inclusive policy and practices. All the initiatives had taken place during
the year prior to the research taking place. The programmes were targeted to enable families to
rethink the way in which they and their family member approached their futures. In particular, they
facilitated participants to develop their personal skills and also their knowledge of how to advocate
for their family member by engaging with services and government agencies.
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Table . Main features of the four programmes.

Project Number of

Types of

name  participants. Type of sessions Aim of sessions Times for sessions participants

A 47 A programme of The aims of this Evening sessions  Parents, siblings,
training to enable initiative were to over autumn children with
parents and families  increase the and spring. disabilities.
to support their number of children Saturday Some
family member participating in workshops. individuals
effectively in their mainstream from the local
community, this activities, inclusive community.
included a parent child care and play
advocacy ‘Train the  services. Also to
Trainers’ enable parents of
Programme. children and young

people with
disabilities to
advocate on their
behalf.

B 60 A programme of The programme Mid-week ses- People with
training to enable aimed to give sions, week- autism and
families to families a clear ends and their families.
understand autism understanding of evenings.
and its impact on the needs of the
the person. Skills person with autism,
taught included of behaviour
how to plan for the =~ management
future, navigate the strategies,
system and build communication
personal networks. strategies, social

skills and life skills
that are needed to
transition from
childhood to
adulthood.

C 37 A programme of The initiative aimed to  Weekend People with
training to enable embed effective residential — disability and
parents and families  family-centred whole family their whole
to build resilience, practise by building participation. family.
knowledge base, organizational Midweek
skills and capacity capacity in relation courses and
for the person with  to family leadership  evening
disability, family to transform the courses.
members, circle of relationship
support members between people
and staff. with disabilities,

their families and all
other stakeholders.
(continued)
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Table | (continued)

Project Number of Types of

name participants. Type of sessions Aim of sessions Times for sessions participants

D 33 A programme of The aims were to Weekend Families and
training to empower and residential and individuals with
empower and upskill families and midweek intellectual
upskill families and individuals with sessions. disabilities and/
individuals with disabilities to lead or autism
intellectual self-determined
disability and/or lives and be active
autism to lead self- citizens in their
determined lives. own communities.

Method

Study aim and objectives

The aim of the study was to evaluate four grant-aided family-focused initiatives. Specific objec-
tives were as follows:

a. to identify the specific impact of the programmes on knowledge, skills, self-advocacy,
social support, attitudes, and confidence related to the support of the family member with
the disability;

b. to identify the extent to which the programmes had succeeded in building capacity in the
families in their care and support for the person with the disability in their family; and

c. to evaluate the satisfaction of the participants with the programmes.

Research design

The evaluation employed a mixed-method approach using qualitative and quantitative methodol-
ogy. Data were collected from family member participants using surveys and interviews. The study
received ethical approval from the relevant ethics committee at the authors’ university. Consent
and treatment of participants was according to the Declaration of Helsinki (World Medical Asso-
ciation, 2013).

Data collection

Survey tool and development. A 28-item survey was devised to gather quantitative and qualitative
data from family participants. The survey consisted of Likert scales, statements and closed and
open-ended questions. It was structured in sections that addressed the specific objectives of the
study. The survey design was informed by the Family Quality of Life scale (Brown et al.,
20006), the Enabling Practices scale (Dempsey, 1995) and the Family Support Program Outcomes
Survey (Friends, 2004). The survey took 15 min to complete, and the participants had the oppor-
tunity to complete the survey either in hard copy or via an online link to an online survey
tool (SurveyMonkey.com LLC., 2012). Cronbach’s o for all Likert-type survey questions included
was 0.96, which indicates a high degree of reliability and consistency within the survey (generally
0.70 is considered acceptable within the social sciences).
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Table 2. Participating family members in programmes, surveys and interviews (n) and response rate (%).

Programme code A B C D Total
Total surveys distributed 47 60 37 33 177
Surveys returned and % of total 15 (32%) 3 (5%) 9 (27%) Il (29%) 38 (22%)
Interviews 6 I 9 5 21

Survey recruitment and sample size. All participants in the four family-focused programmes were
approached either by post or via email to participate in the survey. Two follow-up reminders were
sent 3 weeks apart. Of the 177 total participants in the programmes (see Table 2), 38 participants
responded to the survey (response rate of 22%). At a confidence interval of 95% this means that the
sample had a confidence interval or margin of error of 14.13 (sample error = 11.7%). Of the
responses, the majority were from parents (79%; n = 30), a further 16% (n = 6) identified them-
selves as siblings, one was a grandmother and one an aunt.

Interview guide

To gain an in-depth perspective on family members’ experiences of the initiatives, semi-structured
interviews were conducted. The interviews explored perceptions of the initiative, perceived ben-
efits to the participant, family unit and the person with a disability, challenges encountered in par-
ticipating and applying learning and suggestions for future initiatives.

Interview recruitment and sample size. The survey packages that were sent out contained an opt-in
form for people interested to be interviewed. Twenty-five people completed the opt-in form, all
of whom were contacted, and 21 interviews could be arranged (18 mothers, 1 sister and 2 fathers).
Interviews took place at a time and location that suited each participant and with permission were
digitally recorded. Interviews took between 40 and 80 min.

The person with a disability. Just over half of the participating family members attended the pro-
grammes because they had a person with an intellectual disability (53%; n = 20) in their family (with
mostly moderate to severe intellectual disability), with 24% (n = 9) with a family member with a
physical disability and 24% (n = 9) with a family member with autism. The mean age of the person
with a disability was 16.5 years (SD = 12.3) ranging from 2 years to 54 years. Gender was dis-
tributed evenly. The majority of family members with a disability lived at home with their parents
(81%, n = 29) or other family members (14%, n = 5). Only two lived independently. Various
conditions were mentioned as part of the disabilities, such as speech and language difficulties (n =
19), behavioural challenges (» = 17), physical health problems (» = 17), mobility challenges
(n = 17), feeding or eating problems (rn = 10), seizures (n = 8), major hearing or vision impairments
(n = 8) and mental health problems (n = 6). Many participants mentioned multiple issues. The level
of communication was assessed with a 5-point scale, ranging from low to advanced, that is, low
(11%), basic (24%), needs based (22%), limited range of topics (27%) and advanced (16%). The
level of support required was also assessed with a 5-point scale indicating the extent of aspects of
life requiring disability-related support, for example, almost all (24%), most (19%), some (35%),
a few (14%) and none (8%). The responses indicated that significant degrees of support were needed
for the person with the disability in most of the families involved in the study.
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Data analysis

All survey data were entered into SPSS statistics 19.0 (IBM Corporation, 2010). Descriptive
statistics were generated, including frequencies, means, range and standard deviations. These
statistics provided a measure of the extent to which each objective of the project had been reached.
Comparisons of data between initiatives were also computed. Computation of inferential statistics
was limited by the small sample size; therefore, few inferential statistics could be reported.

A thematic analysis (Creswell, 1998; Guest, 2012; Thomas, 2006) of the open-ended survey
questions was conducted using NVivo. Each interview was transcribed verbatim and then entered
into the software package NVivo version 8 for analysis (QSR International, 2009). A preliminary
coding framework was developed from the literature and early analysis of the first transcripts. This
remained open to facilitate the inclusion of emergent codes to be incorporated as analysis pro-
ceeded. On completion of the first level of data analysis, codes were reviewed and overlapping
codes were merged into higher level themes. The resultant coding structure was then reviewed
by the research team to compare and contrast findings within and across the four projects. The
approach to coding was informed by the inductive process detailed by Thomas (2006). Where
appropriate, findings from the survey and family interviews are integrated together in the presen-
tation of the findings. Quotes from the interviews are presented using the following conventions:
project initiative letter code along with ‘FM’, meaning family member and the participant number.

Results

The results are presented in four sections in which quantitative and qualitative findings are
combined and related to one another. Qualitative findings from the surveys (open questions) and
the interviews are addressed in tandem. The first section provides a general overview of the
response to the four initiatives in terms of satisfaction and perceived impact. The following three
sections each address a specific theme emerging from the qualitative data.

Table 3. Comparison of the four different programmes for overall helpfulness of the programme and
ANOVA.

Programmes (mean/SD) ANOVA
Question: Overall,
how helpful was the
family initiative for you Total Project A Project B Project C Project D
and your family? (n=38) (n=15) (n=3) (n=29) (n=11) F () n?

Response (range 1-5) 4.42 (0.94) 4.57 (0.514) 4.67 (0.58) 4.44 (1.13) 4.10 (1.29) .559 (0.646) 0.050
5 = very helpful (61%)
4 = helpful (28%)
3 = neutral (6%)
2 = not very helpful
(3%)
| = not at all helpful
(3%)

Note: ANOVA = analysis of variance.
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Figure |. Overview of the thematic findings and their interrelationships.

Overall helpfulness of the initiatives

The question addressing the helpfulness of the initiatives (Table 3) serves as an indication of
impact. The overall response shows that a very high percentage found the initiative to be very
helpful (61%), whilst an additional 28% found it helpful. Very few participants were neutral or
negative on this issue. In terms of mean scores that ranged from 1 to 5, the high overall mean of
4.42 (SD = 0.94) further indicates convincing satisfaction with the helpfulness of the initiatives.
All four initiatives scored highly on helpfulness, and an analysis of variance confirmed that the
response to the initiatives was not significantly different.

This is also supported by the findings from the qualitative interviews and open survey questions.
Detailed analysis of these findings revealed three interrelated themes that described the family
member participants’ perspectives on the impact and benefits of the family initiatives (Figure 1).
Findings from the quantitative data set are incorporated where appropriate.

Theme [: Changed mindset — A new way of thinking and being

This theme demonstrates the impact of the initiatives on participants’ knowledge, skills, confi-
dence and attitudes and explores how participants adopted new ways of thinking and being.
Participants described a number of areas where their knowledge and skills increased, including
improvement in understanding the actions of their family member with a disability, development
of strategies for supporting and living with their family member, increase in problem-solving skills
within the family, development of circles of support, enhanced understanding of concepts, such as
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Table 4. Impact of family initiative on knowledge, skills and attitude in supporting family member with a
disability.

Stayed the same  Slightly improved = Moderately improved  Greatly improved

Knowledge (n = 37) 5 (14%) 6 (16%) 26 (70%) 0 (0%)

Skills (n = 37) 5 (14%) 7 (19%) 25 (68%) 0 (0%)
Stayed the same  Slightly changed Moderately changed Greatly changed

Attitude (n = 36) 13 (36%) 3 (8%) 9 (25%) I (31%)

personal funding, home share, respite care and disability service financing and an improved knowl-
edge of the legal framework related to disability. Acquiring this knowledge was viewed as a source
of empowerment, as described by these participants:

I suppose information is power really. ... (Project C FM 1)

The more knowledge you have the more you can do with it.... (Project D FM 3)

Supporting this (Table 4), more than two-thirds of the survey participants felt the initiatives
moderately improved their knowledge (70%; n = 26) and skills (68%; n = 25) in supporting their
family member. Attitude change was reported by 64%.

Many participants described how the initiatives opened up their minds to future possibilities that
their children had in life. Participants described shifting their focus from the way in which their
children with disability would survive in society to thinking about how their children could thrive
and live a meaningful life. They described acquiring a new belief that their child as a citizen was
entitled to have a full and meaningful life, not something that could be given or taken away by
society as described by this participant:

She [the trainer] also discussed what inclusion was...which I think is very important...where
children have a right, especially in a pre-school setting, to be able to be involved and to play alongside a
non-disabled child. . . and these rights are there and parents are very slow to take them up. They feel
that their child should fit into a certain set-up rather than society working around the child and she
really emphasized that, do you know? Which I felt was brilliant. (Project A FM 1)

With this shift in attitude, participants demonstrated movement into a more strengths-based
mindset, focusing on their child’s strengths and abilities rather than solely challenges they might
have due to the presence of disability.

Participants also described an increase in their self-confidence to advocate for the rights and
entitlements of their family member. For example, participants described acquiring improved
skills related to participating in meetings and negotiating with service providers. This increased
confidence was related to their enhanced knowledge and skills base, particularly in relation to
understanding the legal basis for their requests; the best strategies for managing interactions with
service providers; and an enhanced determination to advocate for their family member as demon-
strated here:

I am going to be the best advocate for [my daughter] .. . it [the initiative] has given me the tools for
change . . . to change me, which is ultimately going to have an impact on helping [my daughter] to get to
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Table 5. The impact of the family initiative on advocacy skills (n = 36).

Impact Strongly agree  Agree  Neutral Disagree Strongly disagree
Improved assertiveness 20 (57%) 9 (26%) 5 (14%) 1 (3%) 0 (0%)
More willing to ask questions of services 20 (57%) 9 (26%) 5 (14%) | (3%) 0 (0%)
More likely to seek out information 15 (43%) 11 (31%) 5 (14%) 3 (9%) 0 (0%)
Advocate more effectively 17 (47%) 15 (42%) 1 (3%) I (3%) 2 (6%)

where she needs to be because I ... don’t have to pussyfoot around anybody. I can say, ‘These are my
daughter’s needs. Now, how are we going to meet them?’ (Project D FM 4)

Given the challenges posed by both service providers and the Irish health care system, many
participants acknowledged there was a need for these advocacy skills.

The survey also found an improvement in advocacy skills in relation to participants’ self-
reported ability to make suggestions (83%, n = 29), ask questions (83%, n = 29), seek information
from health-care personnel/agencies/organizations (74%, n = 26) and advocate more effectively
for the family member with the disability (89%, n = 32; see Table 5 for further details).

Theme 2: Making a difference within the family

Two overarching changes in family life were identified as occurring in consequence of partici-
pation in the initiatives:

e cnrichment of the quality of life of the person living with a disability and
e Dbeneficial changes in family dynamics, relationships and understanding.

Enrichment of the quality of life of the person living with a disability. The overall purpose of each of the
initiatives was to build participant capacity to promote and support the inclusion and citizenship of
people with disabilities and the building of natural supports to make a positive and lasting dif-
ference to the life of the person experiencing a disability. The findings provide good evidence to
demonstrate success in this regard primarily through the building of participant capacity leading to
the enrichment of the quality of life of the family member living with a disability. For example,
participants referred to how their enhanced awareness of the right of, and possibilities for, the
family member to achieve self-determination, have their voice heard and represented, and experi-
ence a meaningful fulfilled life translated into concrete advancements. Increased community
involvement, employment, engagement with hobbies and interests, independent living and socia-
lizing were some of the linked outcomes identified by a number of participants.

The changed worldviews, knowledge and skills gained through participation in the initiatives
provided the mechanisms by which change was effected. Participants spoke of being more visible
within their communities, for example, some spoke of arranging social situations in which the
family member with a disability could experience enhanced integration in everyday social settings.
The data also demonstrated how participants worked to ensure that the family member’s plans
incorporated their likes and abilities, meaning that the plan was a realistic person-led plan. This
finding was a departure for a number of participants in that the changed mindsets outlined in the
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Table 6. Impact on the family and the family member with a disability (n = 36).

Strongly Strongly
Impact agree Agree  Neutral Disagree disagree
Enabling direct support 11 (31%) 19(53%) 3(8%) 0(0%) 3 (8%)
Helped us make important changes 11 (31%) 14(39%) 7(19%) 3(8%) | (3%)
Helped us solve important problems 7(19%) 14 (39%) 11 31%) 3(8%) | (3%)
Helped us to meet our family’s needs 6 (17%) 12 (33%) 13 (36%) 4 (11%) 1 (3%)

Enabled my family member with a disability to care more 4 (11%) 4 (11%) 16 (46%) 7 (20%) 4 (11%)
effectively for himself/herself

Enabled my family member with a disability to be more 2 (6%) 14 (41%) 9 (27%) 6 (18%) 3 (9%)
involved in the community

previous theme opened up new vistas of possibility for the person with disability as demonstrated
here:

Actually, we’ve reviewed everything she’s doing with a view to the sort of positive things that are
happening in her life and about the building of friendships, the building of her social side and . . . we’ve
been supporting that. (Project D FM 1)

Respect for the individuality of the family member with a disability was further evidenced in
participants’ reports of moving away from paternalistic beneficence, for example, making deci-
sions for the family member, to enabling or participating in decision-making with the family mem-
ber. Participants also referred to having the confidence to step back and to support the family
member’s freedom and participation in new endeavours and activities:

We had to treat her as an individual . . . she’s much more of an individual now, whereas before she had
to go with the flow which didn’t work for her because she has her own way of thinking and she’s just an
individual with learning disability. ... (Project C FM 6)

The data suggest that changes which resulted from participating in an initiative differed from one
participant to the next. Some participants and their family member had good pre-existing commu-
nity connections or well-established circles of support in advance of the initiatives, and for them
changes may not have been experienced to the same degree. Survey data support this, with 47%
(n = 16) of participants agreeing or strongly agreeing that the family member had greater commu-
nity involvement; however, 27% (n = 9) disagreed or strongly disagreed with this statement
(Table 6). Reasons for this difference included previous high levels of community involvement,
the nature of the person’s disability or loss of momentum post the initiative. This important finding
reflects the individuality of participants and their family members experiencing disability, illustrat-
ing the very unique needs and circumstances of each family unit.

Changes in family dynamics, relationships and understanding. With reference to the wider family,
participants reported that the learning from the initiatives led to changes in family dynamics and
relationships. Enhanced family communication and understanding was highlighted as central to
positive family outcomes. For example, there were reports of other family members gaining a
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better understanding of the person with the disability and becoming more involved in the life of the
person. This was particularly pertinent to siblings and, in some instances, fathers, as described
here:

He [husband] . . . had a completely different view of [names son] because as far as he was concerned
[names son]...He couldn’t achieve or he couldn’t go forward or he couldn’t, he was limit-
ed...Whereas I always hoped there might be more of a possibility, and this [initiative] gave a
framework to it. So by him [husband] attending the meetings with me, he was included in the thought
process and in the vision going forward and he really took to it. (Project C FM 1)

Some participants outlined examples of greater family communication and cohesiveness as a
consequence. For example, one participant described facilitating discussions within the family on
issues such as future planning. Others reported family members pulling together, working as a
team and taking a more active role in their family member’s life. It is important to note that 70% of
the survey participants perceived the initiative had assisted the family to make changes in the life
of the family member, 50% reported that the initiatives assisted them to meet family needs and
84% agreed or agreed strongly that the programme had made them more effective in supporting the
person with the disability in the family (Table 6). In contrast, only 22% thought that the programme
had helped the person with the disability directly to care more effectively for themselves. This
emphasizes the focus of the programmes on primarily supporting the families, rather than the
individual with the disability, or their integration in the community, but it also questions the
practical impact of the initiatives on the quality of life of the family members with disabilities.

Theme 3: A locus for stimulating connection and belonging

Whilst the previous themes illustrate the impact of the initiatives on the family as a unit,
participation in the family-focused initiatives also provided a locus for participants to make con-
nections with others in similar circumstances. This led to a sense of belonging, shared identity,
mutual support and, in some cases, catharsis. For participants who attended initiatives that were
delivered over a longer duration (weeks), they generally referred to building bonds and connec-
tions incrementally over the course of the initiatives. Likewise, those who participated in shorter
initiatives, for instance, over weekends, reported similar experiences. Findings of connection
and belonging were of two forms. Firstly, the initiatives provided a locus wherein participants
could engage with others in the context of a shared frame of reference with ‘likeminded people’
(Project D FM 3).

To this end, participants referred to the value of having the opportunity to both seek, and share
information, guidance and advice based on their experiences and lessons learned. Connecting with
others offered the additional benefit of having access to a real-world knowledge base from those in
similar circumstances or those further along in their journey. Participants referred to the credibility,
value and sustaining impact of the gains obtained from these connections as inestimable. In addi-
tion to the pragmatic benefits, the findings further suggested that experiencing connection and a
sense of belonging led to important emotional benefits, such as opportunities to share feelings that
those without disability in their lives might not understand, a reduction in feeling alone and an
increase, or in some cases new found, sense of hope for the future and its possibilities, as the fol-
lowing demonstrates:

Well I found a huge benefit was meeting other parents . . . whilst I know that’s not, you know, possibly
the initial objective of having a workshop or a meeting I think that’s definitely a secondary benefit and
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Table 7. Lasting impact, sustained learning and reduced isolation following participation in the programme
(n = 36).

Strongly Strongly
Statement agree Agree  Neutral Disagree disagree
| feel less isolated 12 (33%) 15 (42%) 2 (6%) 4 (11%) 3 (8%)
Participating will have a lasting positive impact 15 (42%) 15 (42%) 4 (11%) 1 (3%) I (3%)

In the future, we will be able to sustain what we learned 13 (36%) 17 (47%) 4 (11%) | (3%) I (3%)

turns out to be hugely beneficial because . . . you start talking to other people and you get a sense of kind
of ‘I’'m not on my own here’, you know, and you can actually make contact with people and you can, if
you want, you can meet them from a support point of view or you can meet them from a knowledge-
based point of view. (Project B FM 1)

Findings related to the second aspect of this theme demonstrated that some participants
established networks with other participants that extended beyond their involvement in the
initiatives — ‘And then the other huge reward was the friendships’ (Project A FM 6). For example, a
number of participants described keeping in touch with fellow participants using social media,
telephone contact or meeting for coffee. The data also suggested that for some participants, this
expanded beyond the context of those encountered in the initiatives to include more community
involvement and also development of a greater connection with, and perceived support from,
family and friends. These findings suggest that the initiatives had an impact on expanding parti-
cipants’ wider social connectedness. Indeed, 75% (n = 27) of the survey participants agreed or
strongly agreed that they perceived themselves as less isolated after the initiatives (Table 7).

In summary, the three interrelated themes presented above describe the family member parti-
cipants’ perspectives on the impact and benefits of the family initiatives. An important component
of any capacity-building initiative is the sustainability of change and learning following participa-
tion. In total, 84% (n = 30) of the survey participants anticipated an enduring positive impact,
whilst 83% felt that the learning achieved would be sustained moving forward (Table 7).

Where circles of support (themes 1 and 2) were present, some of the interview participants
perceived that these would be an important contributor to the realization of the vision for the
person with a disability and a way in which to source more people willing to help as well as a
means of continuity into the future. However, where such supports were not in place participants
expressed a wish for structured follow-up and/or facilitator support to implement circles of sup-
port, they suggested:

Follow-up half-day sessions monthly for a few months in order to support families. (Project D Survey)
In addition, where the forming of networks with other initiative participants had not become
established, catch up days with the opportunity to link back in with fellow initiative participants

were suggested:

Maybe to meet up once a year. .. You made a lot of friends during these courses and it is one way to
keep in contact. (Project C Survey)
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Discussion

The findings suggest that the participants in the study found the programmes helpful and were
confident that they would be able to sustain the changes. The capacity-building effect of the pro-
grammes was broad and varied, emphasizing a positive impact on mindset around disability,
increased confidence and effectiveness in accessing services, beneficial changes in family
dynamics and more effective community connections (circles of support). This is in line with Irish
health service policy. In Ireland, similar to other jurisdictions, extant policy advocates the strategic
reframing of disability and service provision based around individualized supports and values,
including person centredness, active citizenship, independence and community inclusion (Depart-
ment of Health, 2012a; Health Services Executive, 2012). The recent National Carers’ Strategy
(Department of Health, 2012b) also recognizes the importance of rights, particularly the rights
of carers, to work in partnership and to be valued and supported in their role. This recognition
of citizenship and rights-based approaches to disability suggests a breakaway from traditional bio-
medically grounded and professional-led approaches to caring and supporting people with intellec-
tual disability. The study suggests that the family support programmes that were evaluated made a
meaningful contribution to this process.

The benefits of supporting families have been widely shown to directly help those living with
disability (Bailey et al., 2006). Similarly, in the current study, the programmes were seen to have a
positive impact on the person with disability within the families, in particular, through increases in
the autonomy, independence and decision-making involvement of the family member with a dis-
ability, all of which were reported as being linked to improvements in quality of life. Considering
that the initiatives had targeted largely rural populations, it is of particular relevance that the eva-
luation showed that they had assisted in both reducing a sense of isolation and forging new friend-
ships. Beyond the immediate contacts established in the course of each initiative, a number of
participants reported greater community visibility, involvement and, in some cases, the setting
up of circles of support, with some participants indicating they intended to do so or would do
so but needed more assistance in this regard. Central to these outcomes and similar to other
research findings (Department of Human Services and The Department of Education and Early
Childhood Development, 2012; Heller et al., 1999,) was the empowering and self-esteem-
boosting benefits of the initiatives coupled with the knowledge and skills acquired. Knox et al.
(2000) in their research with 68 families with a child with a disability also found that gaining a
sense of control strengthened and sustained the family and was crucial to experiencing satisfaction
in terms of lifestyle and quality of life. Their analysis revealed three components necessary to a
perception of control, namely, positive prospects for the family’s future, sharing of decision-
making with service personnel and availability of accessible and relevant information, all of which
were reported by participants in the family-focused initiatives in this study. The findings suggest
the perspective that families may benefit from a variety of supports is a valid one. Furthermore, the
findings suggest that family support programmes that aim to offer multiple supports are appre-
ciated by the families and may have a sustained capacity-building impact.

Limitations

When interpreting the findings, it should be noted that participants were those who chose to
participate in the family-focused initiatives and more specifically those who subsequently chose to
participate in the study. This has the potential to be a source of bias. As with all voluntary post hoc
evaluations, it is possible that participants with positive experiences of the programmes would
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have been more willing to be included in its evaluation. The low overall response rate to the
surveys (22%) leaves the researchers unable to guess what the response of the other 78% would
have been. Ethical guidelines prevented the researchers from more ‘adamant’ reminders. The
under-representation from one of the programmes was of particular concern, but the researchers
did not want to exclude it from this publication as they wish to present their findings as accurately
as possible. Furthermore, whilst the focus of the study was on the impact of the programmes on the
families, it could also be seen as a limitation that the perspective of the family member experien-
cing disability was not included in the study. In defence of the study, it needs to be highlighted that
its post hoc character was a given and not by design. Also the almost uniformly positive response
of the participants suggests at least that those who chose to be involved in the evaluation were very
positively affected by the programme. Finally, it is acknowledged that this was an evaluation study
commissioned to assess the impact of initiatives that had already taken place, so it was not possible
to establish baseline and post-initiative levels and perspectives, which would have made for a more
robust design.

Conclusion

Contemporary research and international practice recognize the interdependence of family
members and the implications of this for family support as a way of supporting people with a
disability. This, along with increasing knowledge of the lived experience of the family, challenges
organizations to create practices that ‘respect ..., empower...and strengthen ...’ families (Knox
et al., 2000: 18). Central to the success of any such initiative is the need to ensure lasting beneficial
outcomes for people with disability and their families. One way in which to achieve this is to
ensure that initiatives incorporate the building of participant capacity as a central aim. As Resch
et al. (2012) highlight, parents of children with disability require skills, supports and resources to
facilitate the undertaking of the actions inherent in their role. Family-focused/centred initiatives,
such as those reported on in this article, aim to meet this challenge, and the findings suggest
success in this regard. Specifically, knowledge, relevant skills and social inclusion were suc-
cessfully enhanced by the initiatives evaluated in this study. The response of the participants to the
evaluation suggests that the programmes were successful because they provided relevant knowl-
edge and practical skills for the families. Moreover, the programme facilitators put effort into
emphasizing the shared interests of the participants and promoting the creation of new networks of
reciprocal peer support. The latter was considered invaluable and perhaps the most lasting impact
of the programmes. However, the findings also highlight the potential need for ongoing encour-
agement for families in order to sustain momentum and to implement changes. This suggests the
need for further efforts to explore the nature of ongoing supports to sustain change. It is evident that
such research would benefit greatly from a pre/post/follow-up design approach and needs to be
incorporated in the development of support programmes.
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