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Abstract
This review aimed to examine the perceptions of parents, professionals and informal network
members regarding support needs of parents with intellectual disabilities (ID). In accordance
with the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA)
statement, five databases were systematically searched and 19 qualitative studies were reviewed
using thematic analyses. No data were available on the perceptions of the informal social net-
work. Data on parents and professionals were categorized in four themes (type of support,
sources of support, conditions of successful support and characteristics of support members).
Data from professionals did not refer to emotional support needs or to the potential support of
volunteers, friends and neighbours. Data from parents indicated a preference to be treated as
‘full’ parents, whereas professionals tended to focus on disabilities of parents. Results and
implications contribute to insights into support needs of parents with ID from different per-
spectives and may help identify new entry points to improve future interventions and working
alliances.
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Introduction

Raising children is a challenge for the responsible caregivers (Calderon and Greenberg, 2010;

Kazak, 1989; Ungar, 2009) and this challenge also applies to people with intellectual disabilities

(ID). In addition to this generic challenge, people with ID are confronted with limitations in their

cognitive abilities and adaptation skills and, therefore, depend (to a greater or lesser extent) on the

support of others in their daily life (e.g. Embregts, 2011; Forrester-Jones et al., 2006; Hastings and

Remington, 1994; Schalock, 2004; Van Asselt-Goverts et al., 2013).

According to the UN Convention on the Rights of Persons with Disabilities (United Nations

[UN], 2006), exercising their rights regarding family life should be supported. This recognition has

effected a sociocultural shift in the position of people with ID and changed the focus of studies

regarding the parenthood of people with ID (Schuengel et al., 2017). A focus on the capacity of

parents with ID is decreasing in favour of an increased focus on the contextual models of parenting

(Schuengel et al., 2017). Parents with ID depend on the support of their social network; this support

is crucial, since low parental support is directly related to the well-being of both parents and

children, as well as to the developmental outcomes of children (Darbyshire and Stenfert Kroese,

2012; Llewellyn and Hindmarsh, 2015; Mayes et al., 2008; Wade et al., 2011). Also, vice versa,

adequate support is considered important to improve parenting abilities and keep their families

together (e.g. Aunos and Pacheco, 2013; Booth and Booth, 1999; Darbyshire and Stenfert Kroese,

2012; Llewellyn, 1997). Moreover, within child protection proceedings, the children of parents

with ID are still significantly over-represented (Goodinge, 2000; Llewellyn and Hindmarsh, 2015)

and, once they encounter the child protection system, the children of parents with ID are at risk to

be removed from the care of their parents (Collings and Llewellyn, 2012).

Thus, focus has shifted from the capacity of parents with ID to the later evidence showing that

people with ID can become competent parents (Collings and Llewellyn, 2012). However, the

question regarding how to become a competent parent is inextricably linked to the support needs of

parents with ID. In this context, support needs concern more than merely a description of the need

for a particular type of support, and also concern ‘who’ should deliver this support and ‘how’

(Thompson et al., 2009). It is important to know what adequate support should consist of for this

specific group to optimally shape working alliances with formal/informal network members and to

improve the development of a broad range of parenting skills (e.g. Feldman, 1994; Meppelder

et al., 2014). More insight into the support needs of parents with ID will help to further optimize

parental support and increase successful parenting of parents with ID in the future.

Regarding parents with ID, describing these support needs can be complicated as they are

generally diverse and often change over time (Tarleton et al., 2006). Moreover, in identifying

support needs, not only the perceptions of the parents with ID themselves, but also the perceptions

of professionals and informal network members are relevant. Despite close collaboration with

formal/informal network members, the support needs of parents with ID are not always met

(Llewellyn, 1997) and parents with ID indicate that the support offered is not always helpful

(Stenfert Kroese et al., 2002). Therefore, putting the parent’s perceptions of their support needs

central, and viewing the perceptions of professionals and informal network members while

keeping the parents’ view in mind, might help in this respect.

This study aimed to systematically review the perceptions of parents, professionals and

informal network members regarding the support needs of parents with ID. The goal was to

increase insight into the support needs of parents with ID from different perspectives, and find

new entry points that may help improve future interventions and working alliances. After careful

560 Journal of Intellectual Disabilities 24(4)



consideration, the authors decided to focus only on the synthesis of qualitative studies, to provide

a better understanding and explanation of the possible depth and complexity of these experi-

ences. This type of aim is not always captured in a quantitative meta-analysis (Walsh and

Downe, 2005).

Methods

Search strategy

In accordance with the PRISMA statement (Liberati et al., 2009), a literature search was conducted

using five databases, that is, medical (PubMed, CINAHL) and psychological literature (Psy-

cINFO), and included all journals concerned with people with ID (Proquest and Web of Science).

First, search terms referring to ‘parents’ (i.e. parent, mother and father) were combined with search

terms referring to ‘ID’ (i.e. intellectual disab* OR develop* disab* OR develop* delay*, OR

mental retard* OR learning difficult* OR intellectual limitation* OR cognitive disab* OR intel-

lectual disab* OR learning disab* OR learning disorder). Then, three elements (i.e. population,

exposure and outcome) of the PICO approach were used (as indicated in the PRISMA statement;

Liberati et al., 2009) to achieve an accurate and structured selection of studies during the screening,

eligibility and inclusion phase.

In this review, population refers to parents with ID, their professionals and their informal

network members. Professionals included direct support staff in specialized ID services and direct

support workers in general community settings (e.g. social workers, community nurses, lawyers).

Excluded were professionals who were not in direct contact with parents (e.g. managers, policy-

makers and politicians). Informal network members concerned family members (i.e. partners,

siblings, parents) and acquaintances (i.e. friends, colleagues, neighbours). The outcome of studies

referred to perceptions of service needs concerning the exposure variable ‘parents with ID’.

Study selection

The selection process consisted of identification, screening, eligibility and inclusion (Figure 1).

The first step in the selection process focused on the exposure of studies and searched the databases

for records containing ‘parents’ and ‘ID’. This broad first step was preferred in order to identify

records on ‘parents with ID’, since not all databases were able to process search terms including

more than one word. Consequently, a broad range consisting of 7300 articles was selected.

To merge data, two researchers independently reviewed the titles and selected 887 records that

focused on parents with an expected presence of ID. This means that not only titles that clearly

referred to parents with ID were included, but also all titles that referred to parents with an

increased risk of ID (e.g. with epilepsy or autism, due to frequent co-morbidity with ID). Most of

the excluded records focused on parents of children with ID rather than on parents with ID

themselves. Next, the following were excluded: duplicates (n ¼ 379), conference abstracts (n ¼
79), publications outside the period January 1995 through January 2016 (n¼ 70), book chapters (n

¼ 27), reviews (n¼ 23), book reviews (n¼ 18), references not published in English (n¼ 6), books

(n ¼ 5) and dissertations (n¼5). Finally, 275 papers remained.

The second phase of screening involved title and abstract selection by two independent

reviewers (JK [PhD student] and WvO [PhD, experienced in conducting systematic reviews])

based on three inclusion criteria: (1) participants were parents with ID, their professionals or

informal network members (note: professionals and informal network members had direct
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interactions with parents with ID, see search strategy); (2) outcomes included perceptions on the

support needs of parents with ID; and (3) studies were qualitative or used a mixed-method format

(Table 1). In this phase, the reviewers included all papers that (based on title and abstract) could

possibly meet the inclusion criteria; for example, participants at increased risk for ID (e.g. parti-

cipants with autism) were still included until further decisive information in the full-text phase was

found. Only papers that clearly failed to meet the inclusion criteria (e.g. studies with managers in

ID care) were excluded. In case of disagreement, two additional reviewers (LV and PE [both

experienced in conducting systematic reviews]) were consulted, and the disagreements were

discussed until consensus was reached. Of the 275 papers, 62 articles were selected to continue to

the full-text phase.

During the eligibility phase, the content of full-text papers was first reviewed by two researchers

(JK, WvO) who discussed the presence of inclusion/exclusion criteria (Table 1). Second, minimum

research quality was assessed independently by the same two reviewers. Again, in case of

Full-tekst articles excluded because:

- Outcome not perception of support needs (n  = 26)

- Outcome evaluation specific intervention (n  = 9)

- Population: pregnant women with ID (n  = 4)

- Quantitative study (n  = 3)

- Outcome: support needs of professionals (n  = 1)

Records excluded:

- Duplicates (n = 379)

- Publications before 1995 (n = 70)

- Reviews (n = 23)

- Book(chapters) (n = 27)

- References not in English (n = 6)

- Dissertations (n = 5)

- Bookreviews (n = 18)

- Books (n  = 5)

- Conference abstracts (n  = 79)

In
cl
ud
ed

El
ig
ib
ili
ty

Full-tekst articles assessed for eligibility

(n  = 62)

Studies assessed on quality

(n  = 19)

Records excluded

(n  = 0)

Studies included in synthesis

(n  = 19)

gnineercS

Records after excluding

(n  = 275)

Records screened on title and abstract

(n  = 275)

 Records excluded

(n =  213 )

Real about parents with ID

(n  = 887)

noitacifitnedI

CINAHL

(n  = 166)

ProQuest

(n  = 145)

PsychINFO

(n  = 539)

PubMed

(n  = 6207)

Web of Science

(n  = 243)

Records identified through combined database searching

(n  = 7300)

Figure 1. Flow chart of the literature selection process.

562 Journal of Intellectual Disabilities 24(4)



uncertainty, two additional reviewers (LV, PE) were consulted. The reviewers used the Mixed

Methods Appraisal Tool (MMAT; Pluye et al., 2011); this tool was designed to assess the

methodological quality of relevant mixed-method papers selected for a systematic literature

review. In addition to the first two general screening criteria that apply to several kinds of research

designs, the MMAT contains a specific set of four criteria to assess the methodological quality of

qualitative studies (e.g. ‘Is the process for analyzing qualitative data relevant to address the

research question?’ and ‘Is appropriate consideration given to how findings relate to the context,

e.g. the setting, in which the data were collected?’). The MMAT has demonstrated good content

validity (Pluye et al., 2009). Pace et al. (2012) considered the MMAT inter-rater agreement of

criteria to be moderate-to-perfect, and substantial regarding the overall quality score. Before

screening, the present authors agreed that only studies with a negative score on both the MMAT

screening questions or a negative score on all of the five MMAT quality criteria for qualitative

Table 1. Inclusion and exclusion criteria applied in the present study.

Inclusion criteria
Participants:
� Studies focusing on parents with ID, their support professionals or members of their informal social

network. Note: professionals and informal network members had direct interactions with parents
with ID.

Exposure and outcome:
� Studies with outcomes that included perceptions of the support needs of parents with ID

Methodology:
� Study results had a qualitative or mixed-method format

Exclusion criteria
Participants:
� Studies with a mixed sample of parents with ID, their support professionals and/or members of their

informal social network were excluded when: (a) separate results were not provided for the different
subgroups.

� Studies in which the sample included pregnant women with ID who were not yet a mother. Based on
the aim of this review, we focused on the support needs that people experience from the moment they
gave birth to a child.

� Studies focusing on perceptions of (nursing) students
� Studies focusing on (lay) community members who did not have any contact with people with ID

Exposure:
� Studies focusing on disability in general (i.e. without reference to intellectual disability)
� Studies focusing on specific disabilities not necessarily related to ID (e.g. acquired brain injury, physical

disability, deafness)
Outcome:
� Studies focusing on the prevalence, description, and availability of different types of support (instead of

perceptions regarding what is needed)
� Studies that aimed to evaluate the effectiveness of parenting interventions
� Studies focusing on training needs of support professionals or informal network members

Methodology:
� Studies not presenting empirical research data
� Studies presenting only psychometric data (i.e. validity and reliability of measures)

ID: intellectual disabilities.

Koolen et al. 563



design would be excluded. However, all 19 studies remained on the basis of (at least) a minimum

quality (Table 2).

Data extraction and analysis

General information concerned study characteristics (i.e. authors, country, topic, design) and

participant characteristics (e.g. number of participants, gender). Thematic synthesis of the results

(Thomas and Harden, 2008) was conducted to stay as close as possible to the accounts of the

participants and researchers. First, the results sections were coded line-by-line by the first two

reviewers. For each code, the reviewers indicated which perspective was concerned (i.e. parent,

professional, informal network). For each sentence, at least one code and perspective was applied.

When a new study was coded, these codes were added to the ‘bank’ of codes, and new codes were

developed if necessary. Before completing this stage of synthesis, all codes and related text seg-

ments were examined by multiple authors to check for consistency of interpretation.

Second, the first two reviewers looked for similarities between the codes to group them into

themes. To reduce bias, the four reviewers discussed and refined the codes and themes. Four

themes (i.e. type of support, value of different support members, service conditions and char-

acteristics of support members) emerged from the analyses and were used to structure the

‘Results’ section.

Results

Background and perceptions reported

Of the 19 studies, 9 were conducted in the United Kingdom, 5 in Australia, 2 in Sweden, 1 in

Iceland, 1 in Germany and 1 in New Zealand; 16 studies had a qualitative design and 3 had a

mixed-method design of which only the qualitative results sections were included. Table 3 pro-

vides an overview of the sample characteristics (e.g. marital status of parents, number of children,

living situation) in each study. Fifteen studies considered the perceptions of parents (i.e. primarily

mothers); a total of 200 parents with ID participated in the selected studies. One study (n ¼ 32

participants) did not specify gender (Wade et al., 2007). Of the remaining 168 participating par-

ents, 143 (85.1%) were female. Six studies included the perceptions of professionals; a total of 81

professionals participated in the selected studies. None of the remaining studies included data on

the perceptions of informal network members. However, this does not imply no studies with

informal network partners exist, or were not initially selected. Studies on informal network

members did not remain in the present selection due to the lack of concrete data/information that

could beyond doubt be linked to the perceptions of this unique target group.

Theme 1: Type of support

Perceptions of parents. Parents mentioned various types of support. Many articles reported the need

for help with concrete childcare, for example, dressing (Stenfert Kroese et al., 2002; Wilson et al.,

2013), bathing (Stenfert Kroese et al., 2002; Wilson et al., 2013) and feeding (Stenfert Kroese

et al., 2002; Tarleton and Ward, 2007). Also, child-related housekeeping was mentioned (e.g.

washing clothes and cooking meals), as well as child raising (e.g. setting boundaries, playing,

homework and sexual education of older children; MacIntyre and Stewart, 2012; Pixa-Kettner,

1999; Starke, 2010; Stenfert Kroese et al., 2002; Wade et al., 2007).
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Similarly, parents needed support to deal with services. That is, help to understand and join

meetings (e.g. one father mentioned: ‘support to understand doctors’; Strike and McConnell, 2002:

57 and one mother said: ‘Barbara [community nurse] went to court with me and wrote everything

down, told me what to say, and told me to keep my gob [mouth] shut in court’; Tarleton and Ward,

2007: 199). Parents also needed support to deal with procedures (e.g. filling in forms) (Booth and

Booth, 2006). Moreover, many quotes referred to receiving money and materials from supporters,

such as ‘money for nappies’ and ‘gave me a phone’ (Stenfert Kroese et al., 2002: 333). Less

frequently, parents indicated to need help with financial management skills, such as saving and

spending money (Stenfert Kroese et al., 2002; Tarleton and Ward, 2007; Wade et al., 2007).

Furthermore, parents needed emotional support, described in terms like: ‘worry over me’

(Stenfert Kroese et al., 2002: 333), ‘give a shoulder to cry on’ (Wilson et al., 2013: 593) and

‘having someone on my side’ (McGhee and Hunter, 2011: 261). Parents identified the need to be

unburdened, for example, by a supporter who babysits (Booth and Booth, 2006; Stenfert Kroese

et al., 2002), or someone who spoils the kids by taking them out (Stenfert Kroese, 2002). Finally,

three articles mentioned needs regarding disability awareness, for example, understanding of

limitations, becoming better in receiving help (Llewellyn, 1995; Starke, 2010; Wilson et al., 2013).

Perceptions of professionals. Only two studies described the perceptions of professionals regarding

different types of support; however, neither of these studies referred to possible emotional support

needs of parents. Professionals mentioned help with cooking and needs regarding child raising like

setting boundaries, disciplining the children and stimulating to play (McConnell et al., 1997).

Furthermore, professionals indicated that supporters helped parents to contact services, or ‘refer

parents to services’ and ‘introduce parents to agencies’ (McConnell et al., 1997: 9). Also, needs

regarding budgeting and shopping were mentioned (McConnell et al., 1997). Finally, Starke (2011)

mentioned needs regarding disability awareness by explaining: ‘of great importance was that these

parents were aware of their limitations and of the kind of consequences that the ID had on their

everyday life’ (Starke, 2011: 168).

Theme 2: Sources of support

Perceptions of parents. Parents valued the role of family members (especially mothers) and partners

regarding practical childcare and emotional support. For example, one parent described: ‘It was

nice to have two close people [mother and partner] there. That meant so much to me’ (Wilson et al.,

2013: 594). Moreover, parents considered family members to be the best alternative to/protection

from foster care (Conder et al., 2008; Traustadóttir and Sigurjónsdóttir, 2008). Three studies

indicated the moral support that parents received from other parents in similar situations (Lle-

wellyn, 1995; Tarleton and Ward, 2007; Wilson et al., 2013). Although less frequently, friends,

neighbours and volunteers were mentioned as a source of (mainly practical) support (Llewellyn,

1995; Stenfert Kroese et al., 2002; Wilson et al., 2013).

According to parents, formal network members also had a role. Most frequently mentioned

were ‘advocates’, who represent parents in court to ensure their voice is heard (Booth and Booth,

2005, 2006; Gould and Dodd, 2014; McGhee and Hunter, 2011; MacIntyre and Stewart, 2012;

Starke, 2011; Tarleton and Ward, 2007), to help them keep their child (Booth and Booth, 2005;

Tarleton and Ward, 2007), and to maintain contact with children in case of foster care (Conder

et al., 2008; Gould and Dodd, 2014; McConnell et al., 1997; Mayes and Llewellyn, 2012; Starke,

2011; Stenfert Kroese, 2002; Strike and McConnell, 2002). The practical and emotional support of
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social workers was also frequently mentioned (Pixa-Kettner, 1999; Starke, 2010; Strike and

McConnell, 2002; Tarleton and Ward, 2007). For example, one parent said: ‘Tracey [support

worker] helps me sort out kids’ clothes that are too small . . . and to throw out food that is out of

date’ (Tarleton and Ward, 2007: 197). Finally, support of psychologists and healthcare staff (in

particular midwives) was mentioned by parents, especially with respect to post-birth for practical

guidance, advice and emotional support (Wilson et al., 2013).

Perceptions of professionals. Only three studies reported perceptions of professionals regarding the

involvement of different network members; all three mentioned advocates to ensure that the voice

of parents was heard and to maintain contact with children in case of foster care (McConnell et al.,

1997; McGhee and Hunter, 2011; Starke, 2011). Besides advocates, professionals identified

grandparents as being a crucial safety net (McGhee and Hunter, 2011). One professional stated: ‘I

think if somebody has very marked learning difficulties and the grandparents [parents of the

parents] are not stepping up to the plate then those children are likely to go to foster care’ (McGhee

and Hunter, 2011: 260). Contact with other parents was considered supportive (McConnell et al.,

1997). Professionals recognized the important contribution of social workers in the everyday lives

of parents (McConnell et al., 1997; Starke, 2011). As one professional mentioned: ‘A lot of the

time they [parents] are isolated . . . With such isolated parents, service providers took on a role that

might otherwise be provided by a mother, grandmother, friend, or neighbour’ (McConnell et al.,

1997: 9). Not described in any of the studies were: professionals’ perceptions regarding the role of

partners, other family members besides grandparents, health professionals such as midwives, and

informal network members.

Theme 3: Conditions of successful support

Perceptions of parents. Variables that contribute to successful support were described in eight dif-

ferent studies; specifically, parents indicated that services should always offer the possibility of

‘someone being available’ (Booth and Booth, 2006: 116). Support is preferably long-term and

ongoing (Tarleton and Ward, 2007; ‘continuous case management’, Wade et al., 2007: 93), and

tailored to individual needs (‘help that was a good fit with their own perceptions of their needs’,

Llewellyn, 1995: 357; Wilson et al., 2013).

Perceptions of professionals. According to professionals, variables that contribute to successful

support were reported in three studies. In summary, services should always be available (Starke,

2011), structured, long-term/ongoing (McConnell et al., 1997), proactive, at home and tailored to

individual needs (Jones, 2013; ‘work where they are at’, McConnell et al., 1997: 3). As one

professional noted: ‘If we can provide ongoing support . . . we can avoid a crisis in the future’

(McConnell et al., 1997: 10).

Theme 4: Characteristics of support members

Perceptions of parents. Six studies mentioned the personal strengths of support members. Parents

identified the need for a supporter who is honest and straight. As one parent noted: ‘When you

explain something, get straight down to the nitty gritty. Don’t waffle on. You’ll get more things

done that way and there is less chance of confusion’ (Strike and McConnell, 2002: 60). Supporters

also need to be available/accessible when needed (Booth and Booth, 2005; Wilson et al., 2013),

convey understanding and not patronize (Booth and Booth, 2006; Tarleton and Ward, 2007), and
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be friendly and helpful (Booth and Booth, 2005, 2006; Wade et al., 2007). One mother said: ‘I need

somebody who’s very understanding and will sit there and listen’ (Booth and Booth, 2006: 97).

Parents pointed to the fact that supporters need to have trust in their ability to be good parents

(Tarleton and Ward, 2007). Parents wanted supporters to look at what they actually observe and not

jump to conclusions based on written files (Strike and McConnell, 2002). One father said: ‘You

should recognise them [parents] as a person first. If you can get away from the label and con-

centrate on the individual, you will find the individual will help you, then you can help them’

(Strike and McConnell, 2002: 58). The importance of listening was mentioned frequently and

expressed in many different ways: for example, listen to me, sit there and listen, listen and don’t

interrupt, show that you [supporter] are listening, listen with an open mind, and have someone to

listen (Booth and Booth 2005, 2006; McGhee and Hunter, 2011; Strike and McConnell, 2002;

Tarleton and Ward, 2007; Wade et al., 2007; Wilson et al., 2013).

Parents wanted supporters to ask what they want (Strike and McConnell, 2002; Tarleton and

Ward, 2007) and make sure parents understand what is happening. Therefore, supporters could

break down the tasks (Booth and Booth, 2005; Llewellyn, 1995; Tarleton and Ward, 2007) and

explain (Booth and Booth, 2005, 2006; Tarleton and Ward, 2007). One mother said: ‘If I didn’t

understand, my solicitor put it in shorter sentences and explained it more clearly’ (Booth and

Booth, 2005: 122). Supporters could also show what to do (Tarleton and Ward, 2007; Wilson

et al., 2013) and give advice instead of taking over (Starke, 2010; Stenfert Kroese et al., 2002).

One parent noted: ‘People like to interrupt and say “I’ll do it for you” and that is not right . . . do it

together’. (Strike and McConnell, 2002: 59). Studies also reported the importance of receiving

positive feedback (Booth and Booth, 2006; Gould and Dodd, 2014; Llewellyn, 1995; Starke,

2010; Tarleton and Ward, 2007; Wilson et al., 2013) and making eye contact (Strike and

McConnell, 2002).

Perceptions of professionals. According to professionals, supporters should be interested in the parent

(Starke, 2011) and be honest and open about their roles (McConnell et al., 1997; Starke, 2011). The

importance of accepting parents as they are was also emphasized (McConnell et al., 1997). For

example, one professional stated: ‘You’ve got to be careful to do the things that they [parents] see

they need and not the things that you [supporter] see they need . . . you’ve got to work with them

where they are at and not want to change everything’. Jones (2013) mentioned the value of

reciprocal relationships between supporters and parents by quoting: ‘You’re asking people to share

the deepest darkest moments of their lives with you and, in any relationship, you have to give a

little bit back as well’ (Gould and Dodd, 2014: 177). Studies reported the importance of an

atmosphere of receiving positive feedback to build up self-esteem/confidence (Gould and Dodd,

2014; McConnell et al., 1997). The following illustrates how one case worker perceived this: ‘I try

to get them to feel confident that they can do it’ (McConnell et al., 1997: 9).

Furthermore, four articles reported that, according to professionals, supporters preferably

involve parents, ask what needs they have and ensure information is understood (McConnell et al.,

1997; Starke, 2011). Therefore, a variety of communication skills are suggested: supporters break

down tasks, listen to parents’ opinions, simplify explanations (e.g. of hearing decisions), use one-

syllable words, explain why things are as they are, take into account reading ability, use repetition,

demonstrate skills and teach skills instead of doing things for them (McConnell et al., 1997;

McGhee and Hunter, 2011; Starke, 2011). As one service worker noted: ‘It is not enough just to

explain it, you have to say try this, try that . . . actually demonstrate it in that situation’ (McConnell

et al., 1997: 11).
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Discussion

This study aimed to review the support needs of parents with ID as perceived by the parents

themselves, their professionals and their informal network members. Unfortunately, none of the

identified studies reported the perceptions of informal network members. This might be related

to methodological aspects of the present study (see ‘Limitations’ section below), or may be due

to underestimation of the value of the informal network members. Focus on the full role of both

formal and informal network members is in progress (e.g. Mayes and Llewellyn, 2012) and may

not yet be fully represented in study samples. Moreover, there were far fewer studies on the

perceptions of professionals compared to studies on the perceptions of parents. The perceptions

of parents mainly concerned data derived from mothers, whereas the perceptions of fathers were

under-represented. Also under-represented were studies on parents with ID who have school-age

or adolescent children; however, this information is valuable since support needs change as

children get older. Finally, the reported experiences were mainly derived from middle-class

parents living in Western countries. This distribution should be taken into account, implying

that looking for clear (dis)agreements between, for example, parents and professionals, would

not be appropriate. Nevertheless, the present results reveal four apparently relevant implications

for research and practice.

First, the potential support of volunteers, friends and neighbours was not mentioned in the

studies on professionals. Although these studies recognized the valuable role of informal network

members, the variety of informal network members was small and mainly limited to the role of

grandparents. However, such a limited reference is not unlikely, because the social network of

people with ID consists mainly of professionals and family members (van Asselt-Goverts et al.,

2015). Nevertheless, this does not mean that other members (e.g. volunteers, friends and neigh-

bours) might not be willing or already support parents with ID in practice. This finding may help

increase professionals’ awareness of the fact that informal networks might consist of more (and a

wider range) of people than initially estimated. If professionals succeed in identifying informal

network members who (can) play a significant role in supporting parents with ID, professionals

may have an opportunity to strengthen the involvement of an informal network. In cases of

(perceived) isolation of parents, professionals take on roles that might be better provided by a

friend, neighbour and so on (McConnell et al., 1997) and, as a result, maintain the (perceived)

absence of informal network members.

Second, studies on parents frequently referred to emotional support needs (e.g. ‘a shoulder to

cry on’, ‘worry over me’), underlining the need for emotional support. Remarkably, studies on

professionals did not identify explicit needs that referred to emotional support. This difference

might be related to the small sample of studies on professionals in the present review. However, the

question arises as to whether parents and professionals have a similar (explicit) awareness of

certain types of support needs. For example, parents mentioned different types of emotional

support, whereas the professionals did not. On the other hand, professionals (like parents) focus on

other types of support, such as help with cooking, child raising, contacting services, budgeting and

disability awareness. Perhaps the presence of emotional support needs is so self-evident for pro-

fessionals that they find it unnecessary to specifically mention this. Further research is needed to

elucidate the possible implications of this finding for working alliances, mutual understanding and

the communication between parents and professionals.

Third, data indicate that parents want their supporters to take them seriously as full parents.

Although studies on professionals also mention this, the focus in studies on professionals was
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mainly restricted to raising awareness regarding the limitations of parents with ID. A focus on

limitations, rather than full parenthood, might be related to the prejudicial ideas that professionals

have about the capabilities of parents with ID. Earlier studies reported that support staff are not

always convinced of the ability of parents with ID to improve their parenting skills (e.g. Meppelder

et al., 2014). Moreover, professionals might focus on limitations of the parents because of the

responsibility they feel regarding the vulnerability and safety of the children involved (Jones,

2013). If professionals feel unsure about the parenting skills and tend to focus mainly on the

limitations of parents with ID, it becomes difficult to meet the needs of parents to be (once and for

all) taken seriously in their wish to be a full parent. Data from the present review have revealed this

predicament. In their working alliances, it might be preferable for both parents and professionals to

be open and honest about their worries (e.g. ‘Can I trust in your ability to be a good parent and how

should I support you in this?’) and ambitions in becoming a full parent (e.g. ‘Do you truly believe

in me as a full parent and do we share my wish to keep my children away from foster care?’).

Through explicit and clear communication, expectations might be adjusted, and possible gaps

might be bridged.

Finally, data from this review show that parents and professionals seem to describe support

needs in different ways. These results might be related to the (so-called) ‘tension between concepts

(abstract concepts) and conceptions (the concrete interpretation given to abstract concepts)’

(Rawls, 1999). The conceptions that parents seem to use (e.g. the wide differentiation in

descriptions about how to listen) at least underline the importance of particular support needs

according to parents (e.g. the concept ‘listen to parents’). Parents used a variety of concrete

descriptions about how to act (i.e. conceptions; e.g. ‘fill in forms’, ‘go to court with me’, ‘tell me

what to say’) whereas professionals tended to use less differentiation and perhaps even more

abstract terms for the same needs (i.e. concepts; e.g. ‘introduce parents to agencies’). Similarly, it

is questionable whether the (only) description of professionals regarding the importance of lis-

tening (i.e. ‘listen to opinions of parents’) fully captures the meaning of the broad variety of

descriptions of parents regarding how to listen (e.g. ‘listen to me’, ‘sit there and listen’, ‘listen and

not interrupt’, etc.). Such stylistic differences might depend on methodological differences

between the studies. However, successful alliances start with careful communication. Therefore, it

is important that professionals acknowledge their possible tendency to think in concepts rather than

conceptions. Variations on the following questions might help to explore each other’s perceptions:

What do we (parent and professional) mean by childcare-related support needs: Do you mean you

need help with buying your kid’s clothes, bathing the baby, cooking healthy meals or maybe all of

this? What do we (parent and professional) mean by emotional support needs: Do you mean

someone to be there and listen, to support you in dealing with your emotions, and so on? Such

awareness might increase the fit between parents’ wishes on the one hand, and the intentions and

interpretations of the professionals on the other. Finally, this could positively contribute to parents

feeling understood. The information embedded in the concrete descriptions of parents with ID in

this review might serve as a useful entry point to improve practice, research and policy.

Limitations

The most important limitation of the present review is probably related to the lack of studies on

informal network members after the study selection procedure. This was a systematic review,

implying that the authors followed standardized procedures and strict criteria for the literature

selection and the analyses. However, a consequence of this is that potential additional/valuable

580 Journal of Intellectual Disabilities 24(4)



information on the perceptions of informal network members might have been disregarded due to a

lack of data that could, beyond doubt, be connected to participants from the informal networks of

parents with ID. Nevertheless, the absence of data on the perceptions of informal network members

in this review is in itself meaningful, but does not imply an overall lack of studies on informal

network members of parents with ID.

Conclusion

This review included more studies on the perceptions of parents than on the perceptions of pro-

fessionals, and none of the selected studies reported perceptions of informal network members.

Nevertheless, insight into the unique perceptions of informal network members is definitely

required to improve/extend both research and practice. The emerging data were categorized into

four themes with perceptions on: (1) type of support, (2) sources of support, (3) conditions of

successful support and (4) characteristics of support members. This review provides an up-to-date

overview with relevant implications that increase insight into the support needs of parents with ID

from different perceptions and may help identify new entry points to improve future interventions

and working alliances.
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