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Abstract
A family systems approach is required to identify the needs of families of children with autism. This paper explores how 
grandparents support children with autism and their parents using a family systems perspective. A thematic analysis of eight-
een semi-structured interviews was conducted with participants from nine families, capturing experiences of both parents’ 
and grandparents’. Themes identified were family recalibrating; strengthening the family system; and current needs and future 
concerns of grandparents. The views of families indicated the overwhelming need to acknowledge the grandparental role in 
supporting families that strengthen the family system by supporting the needs of a child with autism. Findings revealed that 
grandfathers have a calming role in these families where children have significant behavioural difficulties.
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Introduction

Families provide critical support for children with disabili-
ties (Neely-Barnes and Dia 2008). Family functioning plays 
an important role in understanding parental well being and 
parenting interactions with children with autism spectrum 
disorder (ASD) (Pruitt et al. 2016). However, raising a child 
with ASD is stressful and challenging for parents and fami-
lies (Myers et al. 2009). Johnson et al. (2011) reported that 
parents of children with autism are under significant stress. 
Of note is the impact of how parents perceive this stress. For 
example, Ooi et al. (2016) identified that the psychological 
well being of parents may not only be attributed to stress 
causing behaviours in their child with ASD, but also to how 
parents define the behaviour that is perceived to be difficult.

Parents’ perceptions of stigma (Broady et al. 2017; Far-
rugia 2009) and increased burden, relative to the severity 
of their child’s symptoms (Stuart and McGrew 2009), can 

result in significant psychological distress for many families 
(Benson and Karlof 2009). The issue of stigma is strongly 
perceived by parents as a result of the hidden difficulties 
associated in children with ASD (Ooi et al. 2016). The 
impact of a child’s mental health can also impact on family 
functioning, where greater mental health difficulties in chil-
dren with ASD are associated as a result of children’s greater 
social responsiveness difficulties and poorer social skills due 
to ASD (Ratcliffe et al. 2015). This study revealed that social 
skills difficulties in a sample of children with ASD with-
out Intellectual Disability (ID) explained 49.7% variance in 
mental health measures of children with ASD from parents 
reports, compared to 42.1% variance in children with men-
tal health difficulties, ASD and ID. These scores indicate 
that children with ASD and without ID are possibility at 
greater risk of developing co-morbid mental health difficul-
ties due to an increased awareness of their social skills dif-
ficulties, the expectations placed on them as a result of their 
hidden difficulties and the challenges in coping with social 
demands. Additionally, parents report experiences of lower 
marital quality than other parents (Harper et al. 2013; Divan 
et al. 2012). Research has revealed that gender disparities 
exist when parenting a child with autism, with mothers more 
negatively impacted than fathers (Gau et al. 2011). However, 
other findings suggest that mothers and fathers experience 
similar levels of relationship satisfaction in parenting a child 
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with autism, rejecting the gender role variances (Langley 
et al. 2017).

There are positive aspects to parenting a child with autism 
(Potter 2016; Markoulaksis et al. 2012; Kayfitz et al. 2010) 
including stronger bonds between family members and a 
greater acceptance of life’s events. Research has revealed 
an increased sense of unity that benefitted marriages as a 
result of caring for a child with autism (Markoulaksis et al. 
2012). Mothers experienced social benefits of parenting a 
child that included new social opportunities such as new 
friendships within the autism community (Markoulaksis 
et al. 2012). Mothers also reported high daily positive inter-
actions with their child with ASD when their family was 
more cohesive (Pruitt et al. 2016). A thematic analysis of 
gratitude letters written by mothers of children with ASD 
revealed their gratitude for social supports that included both 
emotional and instrumental supports. Some mothers also 
expressed gratitude to their religious communities for giv-
ing them support to raise a child with a disability (Timmons 
et al. 2017). Moreover, reports of the benefits of having a 
child with ASD in the family include a greater awareness 
of others’ needs, a greater appreciation of differences that 
exist between people, and a greater clarity about things that 
matter (Schlebusch and Dada 2018). There is an imbalance 
in autism research on families, with a dearth of research 
on fathers’ experiences, biased towards mothers’ experi-
ences (Ooi et al. 2016). Recently, Potter (2016) revealed 
that fathers’ experiences of parenting their child with ASD 
included their reports of appreciating their child’s individual 
qualities and valuing the strong emotional bond between 
father and child.

Intergenerational relationships, i.e. the interactions that 
occur between grandparents, parents and children, affect a 
family (Seligman and Darling 2007). The quality of relation-
ships that exist between parents and grandparents may be 
a source of support or stress that can impact on the family 
system (Cox and Paley 1997). Hastings (1997) suggests that 
grandparents of children with disabilities act as important 
sources of practical and emotional support. However, grand-
parent involvement in families of children with disabilities 
can also be complex (Sullivan et al. 2012). Intergenerational 
relationships can provide insights into family functioning 
when a grandchild has a disability (Barnett et al. 2010; 
Mouzourou et al. 2011), including families of children with 
autism (Kahana et al. 2015). Highly involved grandparents 
are a source of much needed support to parents and grand-
children (Barnett et al. 2010).

Autism is considered a significant stressor for families, 
including grandparents, and presents significant challenges 
including role confusion among members (Hillman 2007). 
Grandparents provide both emotional and instrumental 
support to families (Harper et al. 2013; Divan et al. 2012). 
Nonetheless, Hillman (2007) also revealed possible negative 

influences of grandparents in relation to disciplinary or treat-
ment issues concerning a child where poor familial relations 
reduced the participation of grandparents in providing neces-
sary supports. In families of a child with autism, the grand-
parent-parent relationship can play “a potent role” (Glasberg 
and Harris 1997, p. 17), where maternal grandmothers can 
have a more supportive role than paternal grandmothers. 
Moreover, Glasberg and Harris (1997) revealed that when 
paternal grandmothers were familiar with their grandchild, 
their ratings were similar to those of maternal grandmoth-
ers. These researchers unveiled the interactive complexity 
of relationships in families and identified that the position a 
grandparent has in the family system determined how they 
engaged within that system.

A web-based survey, with over 1870 grandparents of 
children with autism in the United States (Hillman et al. 
2017), revealed that grandparents played a major support-
ive role in their families. Grandparents reported that their 
grandchild brought both them and the child’s parents closer. 
Many grandparents provided support by way of financial 
aid with a quarter of grandparents reporting that they had 
moved closer to, or moved in with, their family to ease the 
financial burden that the family was experiencing (Hillman 
et al. 2016). Difficulties experienced by grandparents of chil-
dren with a disability, i.e. family conflicts, the aging process, 
and sacrificing their own work or retirement opportunities to 
support their families, impacted on their lives (Miller et al. 
2012). Margetts et al. (2006) disclosed that grandparents of 
children with autism were concerned about the double bur-
den they experienced in caring for their child and grandchild 
and they believed they were re-entering parenthood with 
their own child. Furthermore, the stress of their role within 
the family system was an additional source of concern for 
these grandparents.

A multicultural perspective on the role grandparents 
play in families of children with autism is sparse and more 
research is required to enhance our understanding of the con-
tributions grandparents make and the supports they need. 
Recent research has highlighted the need to explore the 
psychological well being of all grandparents who provide 
supplementary child care (Kim et al. 2017), not only grand-
parents of children with disabilities. For grandparents in 
African American families who resided in the same house-
hold as their grandchildren, it was the religious role that cre-
ated opportunities for some of the most meaningful contact 
with their grandchildren (King et al. 2008). Cultural norms 
of providing this care may differentially affect the psycho-
logical well being of grandparents who provide care, based 
on race, ethnicity or country of origin (Kim et al. 2017). This 
suggests that the psychological well being of grandparents 
may be more greatly affected due to the additional demands 
placed on the family system when a grandchild has a special 
educational need, such as ASD.
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Theoretical Framework: Family Systems 
Approach

Researchers have suggested that family systems theory (FST), 
encompassing an ecological family systems approach, could 
provide a better insight into family dynamics (Ayvazoglu et al. 
2015; Cridland et al. 2014). Recent research has called for 
further studies to determine the roles that extended families 
play in supporting children with disabilities (Ayvazoglu et al. 
2015), particularly their impact on family subsystems (Langley 
et al. 2017), as this approach captures the heterogeneity of 
families (Cridland et al. 2014). Minuchin (1988, p. 21) sug-
gests systems research recognises

the family as an organised whole, albeit with clear sub-
systems; explores the patterns of interaction around a 
central anchor person; and looks at homeostasis and 
change at a point of dramatic transition, considers the 
interaction of developmental realities…and the process 
by which changing relationships are calibrated.

Specifically, an exploration of the role of grandparents in 
families who have a child with ASD is required by unveil-
ing the interactions that occur between grandparents and 
parents within their respective subsystems. How both subsys-
tems adapt to the needs of a child with ASD, as the central 
anchor person, requires investigation. Adopting a systems 
perspective to family interactions proposes that families are 
in a constant state of change (Galvin et al. 2005). Few empiri-
cal studies have been conducted on families who have a child 
with a developmental disability within a systems framework 
(Head and Abbeduto 2007). Autism services providers should 
acknowledge a family’s belief system that recognises a family 
as a unique entity (King et al. 2009). Additionally, calls for a 
systems approach to family research from multiple perspec-
tives is required (Kazak et al. 2009; Canary 2008) including 
the influence of grandparents (Hillman et al. 2016). Studies 
have rarely explored the relationship dynamics between family 
subsystems (Cridland et al. 2014).

This paper examined the shared experiences of interactions 
in both the parental and grandparental subsystems to identify 
the role that grandparents of children with autism have within 
a family system. This paper explored the perspectives of both 
parents and grandparents, within a dynamic, interactive, family 
system framework, and how their roles adapted to change. This 
paper enhances our understanding of grandparents’ roles from 
the perspectives of both parents and grandparents of children 
with autism.

Methods

Participants

Using a snowball sampling strategy, participants were 
recruited from inclusive primary schools that had satel-
lite classes for children with autism, and from specialist 
schools for children with autism and ID. Children who 
access satellite classes usually have a diagnosed border-
line intellectual ability or above, and have a diagnosis of 
ASD. Typically, children access these classes due to the 
difficulties they experience in a regular classroom. All 
children who attend special schools have a diagnosis of 
ASD and ID. These children usually access a specialist 
curriculum compared to their peers in inclusive settings. 
These schools were located in a region in the Republic 
of Ireland. This sampling technique was used to access 
a specific cohort that otherwise was difficult to access. 
Following ethical approval, the researchers obtained the 
support of school principals in four schools in the region 
to assist in disseminating information about this study.

All parents, who initially volunteered to participate, 
were interviewed for this research, comprising of nine 
families in total. Only three families, who had children in a 
special class attached to a mainstream school, volunteered 
to participate. All other families had children attending a 
special school setting. All children whose families par-
ticipated in this research presented with ID in addition to 
their diagnosis of autism. Written informed consent was 
obtained from parents and grandparents of the children, 
and consent was obtained from parents in relation to the 
participation of specified grandparents. This research was 
conducted, and ethical approval was granted, in accord-
ance with ethical guidelines set by an ethics committee in 
the university where the researchers are based.

Eighteen interviews were completed with six mothers, 
three dyadic sets of parents, two grandfathers, four grand-
mothers and three dyadic sets of grandparents, consist-
ing of input from nine families of children with autism. 
Data saturation (Saunders et al. 2018), interpreted as the 
number of interviews needed, was deemed to be reached 
when nothing new became apparent in interviews. Further-
more, as data gathering commenced no additional partici-
pants emerged. The variety of participants was to allow 
for accounts of experiences within families to add to the 
richness and depth of qualitative findings (Polkinghorne 
2005). Parents ranged in age from 30 to 49 years. Grand-
parents ranged in age from 50 to 84 years. All participants 
were of Irish heritage. Most of the participants had a child 
or grandchild that attended a special school. One mother 
had a child who accessed mainstream education and three 
families had children who attended a special class within 
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a mainstream school. One mother had two children with 
autism; all other interviews were conducted in families 
with one child. For the purposes of clarity, participants’ 
demographics are presented in Table 1. To protect identi-
ties of all participants, pseudonyms and age ranges are 
given.

Procedure

Two semi-structured interviews schedules (for parents and 
grandparents) were devised. Initially, each interview com-
menced with open questions on participants’ experiences 
of the grandparent role in their respective families. Subse-
quently, questions more specifically addressed in interviews 
with both groups included their experiences of the lead up 
to diagnosis, their experiences of the diagnostic process, 

family functioning following diagnosis, impact on the fam-
ily, and the supportive role of grandparents. Face-to–face 
interviews were conducted in the family home apart from 
two interviews which took place in school settings. Each 
interview lasted approximately 1 h. Consent was given for 
each interview to be electronically audio recorded to allow 
for verbatim transcription. An abbreviated version of this 
manuscript was given to all participants upon completion 
of this research. Participants were invited to make any com-
ments on this study, prior to submission for review. Subse-
quently, no responses were received from families following 
the dissemination of the findings to participants, apart from 
one family. This family reported that they had participated 
in several pieces of autism research and revealed that this 
research was the first time that they received a report on the 
findings.

Table 1  Demographic information on participating families

Family Age range 
of child with 
autism

Type of educa-
tional placement

Pseudonym of 
participant(s)

Relationship to 
child

Age range of 
adult

Marital status Location Distance from 
child with 
ASD

1 10–12 Special school Lucy Mother 35–39 Divorced Urban Same home
Simon and Lor-

raine
Maternal grand-

parents
65–69 Married Urban 0 same home

2 13–15 Special school Alison Mother 40–44 Divorced Urban Same home
Catherine Maternal grand-

mother
75–80 Married Urban Same home

3 5–9 Special class Sarah Mother 45–49 Married Urban Same home
Joseph Maternal grand-

father
80–84 Windower Rural 85–100 km

Freddie Paternal grand-
father

68–69 Married Rural 25–30 km

4 13–15 Special school Marie Mother 30–34 Co-habiting Urban Same home
Margaret Maternal grand-

mother
60–64 Married Rural 120–139 km

5 13–15 Special school John and Jill Parents 40–44 Married Urban Same home
Fiona Maternal grand-

mother
70–74 Married Urban 5–10 km

Fionn and teresa Maternal grand-
parents

70–74 Married Urban 5–10 km

6 10–12 Special class 
attached to 
mainstream 
school

Michael and 
Monica

Parents 45–49 Married Rural Same home

Sandra Maternal grand-
mother

70–74 Widow Rural Next door

7 5–9 Special class 
attached to 
mainstream

Louise Mother 40–44 Married Rural Same home

8 5–9 Special school 
and mainstream 
education

Brenda Mother of two 
children with 
ASD

35–39 Married Rural 0 same home

9 16–18 Special school Brain and Jackie Parents 40–44 Married Rural Same home
Peter and Ruth Paternal grand-

parents
65–69
70–74

Married Urban 5–10 km

N = 9 N = 18 interviews
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Analysis

A constructivist, interpretivist paradigm, adhering to a rela-
tivist position, was adopted for this research. According to 
Ponterotto (2005, p. 129), constructivist-interpretivists posit 
that “reality is constructed in the mind of the individual …
where meaning is hidden and brought to the surface through 
deep reflection”. This paradigm approaches human inquiry 
by “sharing the goals of understanding the complex world of 
lived experiences from the point of view of those who live 
it” (Schwandt 1998, p. 221). The family systems approach 
in this study explored the emic perspectives of parents and 
grandparents on how the role of grandparents impacted on 
families who have a child with ASD. Constructivist inter-
pretivists propose that to understand the world of meaning, 
one must interpret it (Schwandt 1998).

Thematic analysis was selected to analyse and to interpret 
these interviews, driven by a theoretical and analytical inter-
est (Braun and Clarke 2006) in family systems theory. Braun 
and Clarke’s (2006) six-phase guide was used as a frame-
work for analysis. Firstly, the interview data were transcribed 
and the content was read and re-read. Secondly, units of 
text were coded for initial basic themes that emerged using 
a colour coding technique thereby identifying the data set. 
The data was grouped together and given provisional titles. 
Data was cross validated by the second author. Thirdly, the 
data set was read, discussed and reflected upon. Family sys-
tems theory was consulted at this stage to support emerging 
themes as “thematic analysis at the latent level goes beyond 
semantic content of the data, and starts to identify under-
lying ideas assumptions and conceptualisations” (Braun 
and Clarke 2006, p. 84). Following this process, emerging 
themes were cross validated by both authors once again. 
Fourthly, more meaningful themes were identified with a 
thematic map of the analysis and were interpreted in terms 
of themes that overlapped with both parent and grandparent 
experiences to reflect the interactions in both subsystems 
from family system perspective. This phase was completed 
using mind mapping software.

Results

The following themes were identified from an in-depth anal-
ysis of the interview transcripts. Focusing on the roles of 
grandparents in families of children with ASD from a family 
systems perspective, capturing the perspectives of parents 
and grandparents on the grandparental role, three key themes 
were identified following a theoretical thematic analysis: (i) 
Family recalibrating; (ii) Strengthening the family system; 
and (iii) Current needs and future concerns of grandparents, 
outlined in Table 2.

Family Recalibrating

Parents and grandparents reported on the changing roles 
of grandparents in meeting the needs of a child with ASD 
within their respective families. Changes in grandparents’ 
roles were particularly salient during times of stress resulting 
in families making adaptations to their lives and “recalibrat-
ing”. Specifically, family members’ roles changed to meet 
the needs of the child with ASD. All grandparents reported 
that they were impacted by the social isolation they experi-
enced as a grandparent of a child with autism. Specifically, 
their perceived isolation emerged as a result of their reported 
perceptions of what both grandparents and parents envisaged 
for grandparents’ retirement years. This lead to tensions in 
families that were affected by mental health issues disclosed 
in several families. Despite these perceived limitations, the 
general consensus was that families adjusted to their lives 
with an autistic child. The subthemes identified were “limit-
ing life” and “impact on family”.

Limiting Life

Eight of the nine families disclosed the limiting effects on 
their families’ lives as a result of having a child with ASD in 
their family. For grandparents in seven families, their roles 
included care giving and providing respite for the child. For 
two families, the grandparents’ role included supporting a 
parent where marital break-up occurred, thereby increasing 
their supportive role. In one family, a grandmother had a 
caregiver role despite having her own health difficulties. Her 
daughter reported:

my mother was so good,when I was having very hard 
nights I would ring her and she would say bring him 
up… So I’ve been very grateful to my Mum, she has 
been sick her whole life and she shouldn’t be here at 
all, she has been and unbelievable amount of strength 
and support to me she is the main person. [Lucy; 
mother; 65–72]

Table 2  Themes and subthemes identified in the data

Theme 1 Family recalibrating
 Subtheme 1 Limiting life
 Subtheme 2 Impact on family

Theme 2 Strengthening the family system
 Subtheme 1 Active role of grandparents
 Subtheme 2 Calming role of grandfather

Theme 3 Current needs and future concerns
 Subtheme 1 Needs of grandparents
 Subtheme 2 Concerns for future
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For four families, grandparents’ lives changed as a result 
of adopting a care role for their grandchild with ASD within 
their respective families. One grandmother commented:

I looked after him from the beginning, I volunteered 
but my life changed an awful lot, because I used to 
play pitch and putt every day, and I would be free, I 
used to enjoy it immensely and after [child’s name] 
being diagnosed I was under pressure then. [Catherine; 
grandmother; 165–169]

Conversely, one mother of two children with ASD 
reported that grandparents opted to maintain the plan they 
had for their retirement years and to play a less support-
ive role in their family than their children had possibly 
anticipated:

even though they live close…we might not see them 
for two weeks sometimes, they are not going to be 
tied down with grandchildren. [Brenda; mother; 1316–
1320]

Impact on Family

For many families, having a child with ASD in the family 
impacted on the role of grandparents, particularly as they 
were often the first to express concerns about their grand-
child’s development. Specifically, in five families, grandpar-
ents were the first to disclose their initial concerns.

he was fine until about two years of age and then he 
started one day with this big flow of gobblydegook 
and something struck me so I said to [child’s mother], 
I don’t like this so from there she just took him to 
the doctors and specialists. [Fiona; grandmother; 
142–145]

In seven families, grandparents had the role of informing 
their extended family about their grandchild’s diagnosis of 
ASD.

I suppose like a typical Irish family you tell your par-
ents and they become the messengers then for eve-
rybody else and that’s the way it would have been I 
suppose. [John and Jill; parents; 493–495]

Five out of nine mothers revealed that their son or daugh-
ter with ASD brought families closer together, where they 
developed a closer relationship with their mothers result-
ing in role confusion. The traditionally defined roles in a 
mother-daughter dyad were blurred in all families where the 
grandmother was identified as a very close friend on whom 
the mother was dependent:

yeah we would be close,her youngest daughter was 
saying why are you and nana like friends instead of 

mammy and daughter?. [Margaret; grandmother; 
556–558]

Mental health issues affected two families. In one family, 
a mother was hospitalised and grandparents took over the 
role as main caregivers:

she had a nervous breakdown, with her personal prob-
lems it is very difficult for her to have a child so severe, 
she is trying herself to cope, there at times and it’s dif-
ficult, and I think we could give her a bit more support. 
[Simon and Lorraine; grandparents; 330; 397–403]

Strengthening the Family System

Grandparents had a role to play in strengthening the fam-
ily system. The ability of a family to adjust its equilibrium, 
or homeostasis, when a child in the family has ASD was 
supported by grandparents. This theme included planning 
that was required to meet the needs of a child; how a fam-
ily was strengthened by prior experiences of special educa-
tion needs; and the variations in roles played by paternal 
and maternal grandparents. The role of the grandfather was 
significant also. The subthemes that emerged from analysis 
included: “the active role of grandparents” and “calming 
role of grandfather”.

The Active Role of Grandparents

The active roles of grandparents were reported in eight of 
the nine families in this study. In four families, having pre-
vious experience of special education needs, either through 
work contexts or family experiences, supported grandpar-
ents. Grandparents were active in the lives of their families 
in a number of ways that was informed, in some instances, 
of previous active experiences of engaging with individu-
als with special education needs. Grandparents were also 
active in a care role for children that including providing 
respite. Maternal grandparents, particularly grandmothers, 
were identified as more active than paternal grandparents. 
In six families, grandparents provided respite for parents by 
caring for their grandchild:

The odd time now she would get bad, you know have a 
tantrum and we would be all, kind of, getting stressed, 
and I’d be saying I’ll take her out and Mam would take 
her. [Marie; mother; 810–813]

Seven families revealed their dependence on grandpar-
ental support:

he was over there last night for a sleep over, yeah he 
loves going to nana’s and granda’s house for a sleep 
over, I suppose we have become more dependent on 
them really. [Jill; mother; 582–583; 587]
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A variation in the role played by paternal and maternal 
grandmothers emerged from analysis. Specifically, in six 
families, maternal grandparents, and in particular grand-
mothers, were more actively involved in supporting fami-
lies than paternal grandparents. A paternal grandmother 
commented:

we wouldn’t really be hands on grandparents. I 
wouldn’t be a hands on grandmother, but I always 
think that the girl goes home to her mother when 
there is anything wrong. [Teresa; grandmother; 
48–50]

Three parents expressed their concern that having a 
grandchild with ASD was a burden to grandparents:

it’s hard for her to mind him ‘cause she is on her 
own, I always feel we try not to ask her too much to 
mind him but he adores her so much, and she has so 
much time and patience with him. [Monica; mother; 
472–475]

Calming Role of Grandfather

The participation of grandfathers within the family system 
was explicitly discussed in eight families. Inputs on the 
role of the grandfather were enhanced in this study from 
interviews that were completed with two grandfathers indi-
vidually and joint interviews alongside grandmothers in 
three other instances. In two families, grandfathers had the 
role of father figure in instances where marital break-up 
had occurred and where a grandchild’s father had little or 
no role in the child’s life:

with him being without a Dad, there was an extra 
responsibility on me by just playing the role of a 
Dad. [Simon; grandfather; 122–123].

In all eight families, the role of the grandfather was 
overwhelmingly positive. The calming influence of a 
grandfather was particularly salient in three families 
where a grandchild with ASD had significant behavioural 
difficulties.

she would start having a tantrum over something, but 
my Dad would be ‘no way we don’t do that here’ and 
that’s it you know, he is very kind and very calm, he’s 
just the same all the time. [Marie; mother; 307–312]

In four families, a distinctive bond between a grandfather 
and child with ASD was also disclosed:

my father idolised him since the day he was born, there 
was just something between the two of them, they have 
a bond, he would say if [child’s name] isn’t going then 
no one is going. [Jill; mother; 738–740; 758]

Current Needs and Future Concerns of Grandparents

Respondents identified the current needs of grandparents 
that are impeding their participation within their respective 
family currently, and potentially into the future. Families 
identified challenges that emerged during points of transi-
tion and the need to have grandparents’ roles acknowledged 
by professionals. Grandparents raised concerns regarding 
the challenges of limited supports and the resources that are 
required to effectively meet the needs of their grandchild. 
Parents and grandparents expressed their concerns about 
grandparents’ reduced ability to meet families’ needs into 
the future, particularly relating to the burden that a child 
with ASD may have on their families when grandparents 
are no longer in a position to support them. The two main 
subthemes identified were “needs of grandparents” and 
“concerns for future”.

Needs of Grandparents

All participants unanimously stated that clinicians, who give 
multidisciplinary support to families of children with autism, 
should acknowledge the role grandparents play in support-
ing families. Eight families suggested that families should 
have the option of whether they wanted grandparents to be 
involved formally at some level. They reported that they did 
not consider this intrusive. Two families commented that 
taking part in this research was beneficial for their families:

now it doesn’t happen that it’s explained to 
grandparents,you’re there now having a one-to-one 
with us and that’s the first time anyone has ever spoken 
to us about it,that’s right, the first time, there needs to 
be more of the likes of you [the researcher] now doing 
this and going around meeting grandparents. [Peter 
and Ruth; grandparents; 1462–1468; 1474–1475]

Actually, I thought even doing this [research] was 
probably going to be a support to them. [Sarah; 
mother; 889]

The lack of education on ASD impacted on the grandpar-
ents’ potential to be more active in supporting their grand-
child with autism. The majority of participants perceived 
this lack of knowledge as impeding on grandparents’ poten-
tial contribution to their respective families:

I don’t think it is an intrusion, I think the offer should 
be there, if the parents and grandparents get on with 
each other, I think if grandparents were brought into 
the picture from day one, then maybe they could help 
them a lot better because they could understand it 
[ASD] a lot better and, you see, some grandparents I 
suppose find it hard to understand. [Margaret; grand-
mother; 852–859]
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For one grandparent, having greater knowledge may have 
increased her participation in supporting her family and may 
have reduced the burden of guilt she was experiencing:

If I had known more, I would have been able to do 
more and not feel as guilty as I do now. [Teresa; grand-
mother; 828–829]

Concerns for Future

In three families, grandparents played a supportive role. In 
five families, parents disclosed that they were heavily reli-
ant on grandparents for support. The grandparents and the 
parents all expressed their concerns for the future when 
grandparents would no longer be available to play an active 
role and when an autistic child might become an increasing 
burden on the family.

the biggest worry that we have is we won’t be there 
for him you now and how will she cope with [child’s 
name] but it’s the future that’s the problem. [Simon 
and Lorraine; grandparents; 142–144; 148]

One grandmother disclosed her concern about her inabil-
ity to play an active role in the future life of her grandchild.

I fear when he gets bigger and strong and I go the other 
way that I won’t be able to do enough for him which I 
want to do you know. [Sandra; grandmother; 515–516]

Discussion

This study explored the role of grandparents in supporting 
families of children with ASD from a family systems per-
spective. Both parents and grandparents shared their expe-
riences of the roles grandparents played in their respective 
families. The results of this study reveal the vital and largely 
unacknowledged role that grandparents play in supporting 
families of children with ASD (Hastings 1997) and the need 
for grandparents to obtain additional supports to enhance 
their role (Hillman 2007). The theme of “strengthening 
the family system” is consistent with previous findings that 
identified closer bonds existing in families of children with 
ASD (Hillman et al. 2016, 2017; Miller et al. 2012; Kay-
fitz et al. 2010; Margetts et al. 2006). Barnett et al. (2010) 
suggest that the transition to motherhood, a shared experi-
ence, strengthens the mother daughter dyad. This caused 
role confusion between two of the mothers and daugh-
ters in this study. While the experience of role confusion 
within this dyad is consistent with Hillman’s (2007) find-
ings, this was not an additional stressor in the families who 
participated in this study. Further research could explore 
the implications of closer bonds in each subsystem within 
families using a family systems approach. Conversely, not 

all families experienced closer bonds. The less active role of 
paternal grandparents revealed here is consistent with previ-
ous research (Glasberg and Harris 1997).

The “calming role of grandfather” is important, as it 
acknowledges the role that grandfathers played in providing 
behavioural supports to children. While this may be a cul-
tural feature of the Irish family, it certainly warrants further 
exploration, particularly regarding how a child with ASD 
gravitates towards the calm temperament of the grandfathers, 
as revealed in this study. Few studies have addressed men’s 
experiences as grandfathers. Recent research has started to 
examine grandfathers’ interactions with their grandchildren 
(Stelle et al. 2013). This suggests that grandfathers have a 
more significant role in families than previously acknowl-
edged, as they are frequently absent from research. Grand-
fathers’ perspectives should be considered more in research, 
particularly research on families of children with special 
education needs.

In two of nine families where marital break-up occurred, 
mothers relied significantly on grandparental support. This 
is consistent with research in Ireland that indicates that one 
in four children in Ireland live in families outside the ‘tradi-
tional model’ (Lunn and Fahey 2011). Grandfathers had the 
role of father figure in these families. Interestingly, Freed-
man et al. (2011) revealed, in data taken from a population-
based cross-sectional National Survey of Children’s Health 
in the United States that the stress placed on families of a 
child with ASD has no effect on the family structure and 
family break-up does not occur more often than in other 
families. Additionally, these findings indicate that there is 
no evidence that a child with ASD is at an increased risk 
when living in a household not composed of the traditional 
family dyad consisting of a married father and mother. A 
worrying aspect here is how families of children with ASD 
cope when the support of grandparents is no longer avail-
able to them. Grandparents expressed their concerns about 
the functioning of families in the future, particularly given 
their own declining health and physical abilities as they got 
older (Miller at al. 2012).

The impact of mental health difficulties on families was 
disclosed in interviews. Research has revealed that inter-
ventions are needed that target parent, child and family 
characteristics in order to better enhance parents’ day to day 
functioning in the context of ASD (Pruitt et al. 2016). In one 
family, grandparents took over the care role of a child with 
ASD when the mother was hospitalised, despite this grand-
mother having her own considerable health difficulties. How 
this family, and other families with mental health difficulties, 
will manage in the longer term is a cause for concern. The 
impact of mental health difficulties in children with ASD is 
a further cause for concern (Ratcliffe et al. 2015), particu-
larly how these issues can impact on the wider family sys-
tem. Daniels et al. (2008) reported that parents of children 
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with ASD were more likely to have been hospitalised for a 
mental health difficulty than parents of control subjects in 
a large epidemiological study in Sweden. Recent research 
has identified grandparents’ resilience and reports of the 
transformative experience of having a child with ASD in 
the family (Hillman et al. 2016). The findings here highlight 
the importance of developing resilience skills in families and 
exploring the possibility of developing supports within other 
subsystems in families, including the extended family. Ooi 
et al. (2016) recommended that health care provision should 
be family centred to address the needs of the whole family, 
not just the affected child, to guard a family’s well being and 
quality of life.

Implications for Professionals

There are several implications for clinicians that have 
emerged from this study. Families overwhelming articu-
lated the need for professionals to acknowledge grandpar-
ents’ roles in supporting families of children with autism. 
This is consistent with the view that grandparents are an 
important but unrecognised and under-utilised resource in 
families (Seligman and Darling 2007). Family focused ASD 
research is necessary for increasing our understanding of 
ASD and to identify suitable clinical support services for 
families (Cridland et al. 2014). King et al. (2009) suggest 
that it is imperative for service providers to appreciate the 
capacity of families of children with disabilities to adapt, 
to develop a sense of meaning and purpose, and to ascribe 
positive meaning to life events. Recent research has identi-
fied that a family centred case management model can have 
a positive impact on the health and wellness of families with 
children who have disabilities (Brown et al. 2017). Profes-
sionals should continue to recognise the value of supporting 
all family members in relation to their family unit (Langley 
et al. 2017; Turnbull et al. 2012).

Furthermore, research suggests that a systems based 
approach is utilised in the assessment of children with 
developmental disabilities (Head and Abbeduto 2007; Hill-
man 2007; Margetts et al. 2006) and this is worthy of fur-
ther consideration. Interventions must recognise and plan 
around the complexities in relationships that exist between 
grandparents and grandchildren to support and empower 
grandparents in unique and diverse situations (Stelle et al. 
2013). To ensure their contribution is positive, grandparents 
would benefit from more psycho-educational supports and 
information on their grandchild’s autism, to enable them 
to give meaningful support to families. Clinicians have the 
potential to empower grandparents by better informing them, 
with parental consent, of their grandchild’s needs specific 
to autism. Research has identified that tailoring services to 
best meet families’ needs could improve the quality of life of 
families and decrease the burden on care systems (Hodgetts 

et al. 2015). Without accurate information about their grand-
child’s particular needs, grandparents who want to help their 
grandchild with ASD, and their son or daughter, feel help-
less in their role (Sullivan et al. 2012) and this can affect 
their wellbeing (Kim et al. 2017). Additionally, research has 
suggested tailoring parenting programmes to support grand-
parents when they look after their grandchildren (Kirby and 
Sanders 2012). This manuscript identifies that a specific 
training programme is required to inform grandparents of 
their grandchild’s autism, using a family systems approach.

Caution is advised where professionals need to be mind-
ful of the impact disability may have on grandparents, as 
they can experience distress at the news of their grandchild’s 
disability (Hastings 1997) where some grandparents previ-
ously reported feelings of despair and helplessness (Hill-
man et al. 2017). Many grandparents have a very active role 
in the lives of their grandchildren with autism. However, 
families have to consider how they will need to adapt to a 
future where grandparents are not available to play such an 
active role in their family’s lives (Miller et al. 2012). This 
has implications for future planning in families who have 
children with autism. Involving grandparents in a circle of 
support for their grandchild may allow them to play a more 
active role in the life of their grandchild. This could allow 
grandparents the option of taking a less active role when the 
need arises without the impact of their support no longer 
being available to meet families’ needs.

Strengths and Limitations

This study has a number of strengths: firstly, it included 
respondents from within two subsystems of families who 
gave input on the roles of grandparents in families. A family 
systems approach enriched findings here by revealing how 
grandparents’ roles were perceived not only by grandpar-
ents themselves, but by parents also. Secondly, the variety 
of participants enriched findings, particularly the inclusion 
of grandfathers who are often absent from research on fami-
lies. Thirdly, the age range of both parents and grandparents 
captured multiple generational experiences of how grand-
parents’ roles were perceived, particularly when family sys-
tems approaches recognise the fluctuating nature of family 
functioning (Cridland et al. 2014). This research captured 
experiences of families of children with ASD from 5 to 
18 years of age, capturing a trajectory of how family sys-
tems adjust to the needs of a developing child with ASD over 
time. This study revealed that the needs of children remained 
high regardless of age suggesting that family supports are 
required throughout the lifespan of the family member with 
autism. Fourthly, of note, is the revelation of the valuable 
role a grandfather plays in the life of a child with autism. 
Future research could investigate the roles of grandfathers 
of children with ASD compared to grandfathers of other 
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neuro-diverse children or typically developing children. This 
study provided a qualitative snapshot of Irish families of 
children with ASD captured at a moment in time. Research 
has recognised that families’ needs in ASD are often consist-
ent across jurisdictional boundaries (Hodgetts et al. 2015) 
lending strength to the richness of qualitative data on family 
experiences of ASD gathered in this study. Researchers have 
called for qualitative, family systems research that captures 
the idiographic, multifaceted issues that are present in fami-
lies (Cridland et al. 2014). This paper responds to this call 
and provides an insight into the complexities that arises in 
families that is not always captured in large data sets.

Conversely, this study is not without limitations: firstly, 
the participants were those who professed an interest in this 
area by their participation and, therefore, are possibly not the 
experiences of other families. Secondly, participants were 
limited to Caucasian, Irish families and are not reflective of 
recent demographic changes in Irish families. This is pos-
sibly due to the challenges that can arise from recruiting 
participants for research from ethnic minorities (Waheed 
et al. 2015). Thirdly, one interview may not have captured 
the whole experiences of families, as one-shot interviews 
may diminish the potential to produce rich descriptions for 
worthwhile findings (Polkinghorne 2005). Fourthly, the use 
of triangulation, using quantitative methods, would have 
enhanced findings here, perhaps even capturing the perspec-
tives of children themselves (Schlebusch and Dada 2018), 
using a participatory approach (Pellicano et al. 2013, 2014). 
Finally, the majority of participants had a child/grandchild 
who attended special schooling and also had an ID, implying 
that their needs, and the need to involve grandparents, were 
possibly greater than those of children with ASD who attend 
mainstream schooling. Therefore, interpretations on the gen-
eralisability of grandparents’ roles in families of children 
with ASD are thus limited. This study would have benefited 
from the inclusion of more families who have children with 
ASD in mainstream education to explore whether grand-
parents’ roles differed depending on the level of a child’s 
functioning. Furthermore, it is possible that all families may 
not have similar positive experiences. It is also plausible that 
families with more negative experiences of grandparents’ 
roles would not participate in this type of study.

Additionally, grandparent psychological well being was 
not explored in this research. There is a dearth of research 
on grandparents who look after their grandchild (Kim et al. 
2017). Religious supports are identified in research as a 
positive support mechanism for families of children with 
ASD (Habib et al. 2017; Hillman et al. 2016; Divan et al. 
2012; King et al. 2009). Interestingly, the role of religion as 
a protective factor for grandparents, in supporting families 
of children with ASD, did not emerge in this research par-
ticularly when it is identified as a factor in providing mean-
ingful contact between grandparent and grandchild (King 

et al. 2008). Future research could explore the impact of cul-
ture and religious beliefs from multigenerational and mul-
ticultural perspectives on families with children who have 
autism, particularly in instances where there is a potential for 
these factors to impact on grandparent well being, thereby 
possibly impacting on their role.

Conclusion

Grandparents of children with ASD provide supports, 
not only to the children themselves, but also to their son 
or daughter whose child has autism. To reduce the burden 
families can experience, they would benefit from a family 
systems approach to empower grandparents to respond pro-
actively to the needs of the family. It is incumbent upon 
professionals to devise supports to meet this need and to give 
recognition to grandparents of the valuable role they play. 
This research is a rallying call to professionals to consider 
the roles of grandparents more formally in their interactions 
with families of children with autism, and to identify sup-
ports to meet grandparents’ needs that ultimately improve 
the functioning of the family system.
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