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Abstract
Background: Parents of children diagnosed with intellectual disability are at increased risk of mental 
and physical health difficulties compared with other parents. They are likely to regularly seek medical 
treatment for their health concerns from general practice as well as on behalf of their child with intellectual 
disability, yet there is limited evaluation of the role general practice plays for this patient group.

Aim: To explore parents’ experiences of general practice support when caring for a child with 
intellectual disability.

Design & setting: Systematic review of studies reporting experiences of general practice as described 
by parents who care for children with intellectual disability.

Method: Databases were searched using a pre- defined search strategy. Studies were included based 
on detailed inclusion criteria, title, abstract, and full- text screening. Quality assessment was conducted 
using the Mixed Methods Appraisal Tool (MMAT). A narrative synthesis was conducted.

Results: A total of nine studies were identified. There was a clear absence of data on parents' own 
health experience and consultation in general practice. Findings related to navigating general practice 
on behalf of their child’s health including accessibility of general practice and positive and negative 
experiences of GPs.

Conclusion: Findings from this review highlight priority areas for research, including further exploration 
of parents’ perspectives on seeking support specifically for their own health concerns, while caring for a 
child with intellectual disability, to bring more awareness and understanding of the role general practice 
plays in supporting the health of this carer group. This review also considers implications for clinical 
services, including tailoring appointments for this patient group as a priority for continuity of care, 
which may result in improved experiences of general practice and encourage better communication.

How this fits in
This review synthesises existing literature and reports on experiences of using general practice from 
the perspectives of this informal carer group. There is very little evidence about the role general 
practice plays in supporting parents for their own health needs while caring for a child with intellectual 
disability. It does, however, provide further understanding of barriers and facilitators when seeking 
support on behalf of their child, and highlights a gap for studies exploring how this patient group 
experiences general practice to support their own health concerns.

Introduction
Parents of children with intellectual disability are at higher risk of mental and physical health difficulties 
and overall poorer wellbeing over time compared with other parents.1,2 This continues for older parents 
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of adult children and includes loss of identity owing to the continuous caring role.3 Furthermore, a 
10- fold increase in anxiety and depression has been reported for this carer group since the COVID- 19 
pandemic,4 which is owing to increased care demands alongside reduced service support.5,6 However, 
other factors, such as genetic diagnosis, child age, and behavioural characteristics, can also indirectly 
influence parental wellbeing.7

General practice is an important pathway of health care for carers and the people they care for.8 
However, little is known about the use of general practice or experiences of parents who are carers 
of children with intellectual disability when seeking mental or physical health support via general 
practice. While there is some evidence suggesting that parents of children with intellectual disability 
are less likely to visit their GP owing to caring demands,9 evidence suggests this patient group is 
more likely to seek medical treatment from general practice than parents of typically developing 
children.10 Additionally, previous research has indicated that this patient group is often in frequent 
contact with general practice for their own health, or for that of their child.11 In the UK, GPs provide 
incentivised annual health checks including a review of physical and mental health needs, coordination 
with secondary services, and appropriate referrals to reduce healthcare inequalities for people with 
intellectual disability.12 Hence, GPs are well- placed to stay in contact with this patient group and 
identify carers at risk of poor health to ensure appropriate referrals are made to sustain mental and 
physical wellbeing13 and offer relatable information.14

A previous systematic review suggested supportive interventions for carers provided by general 
practice consistently produced positive benefits on caregiver burden and depressive symptoms; 
however, this was specifically for informal carers of patients with dementia.15 A review focusing on 
parents of children with intellectual disability will increase understanding of caregiver satisfaction 
within general practice adding to the literature on carer support. This is of particular importance given 
that chronic stress, which is associated with parent carers, is higher than other carer groups such as 
dementia,16 and chronic stress can lead to increased mental and physical health difficulties.9,17 There 
is no systematic review, to the authors' knowledge, on experiences or perceptions of general practice 
as described by parents of individuals with intellectual disability. This review addresses this gap by 
synthesising literature on parents’ experiences when interacting with general practice for their own 
health concerns or for that of their child with intellectual disability, to provide further understanding 
of the role general practice plays for this carer group.

Method
Inclusion and exclusion criteria
The Preferred Reporting Items for Systematic reviews and Meta- Analyses (PRISMA) guidelines were 
followed for this review.18 This systematic review was conducted in accordance with the protocol 
(CRD42021298044) published in the international database of prospectively registered systematic 
reviews in health and social care (PROSPERO).

The inclusion criteria for the review were any study design and studies that investigated experiences 
or perspectives of parents who care for individuals, of any age, with an intellectual disability while 
interacting with general practice (or the equivalent in non- UK studies). Interaction in this context was 
defined as engagement with or use of general practice when seeking support for health concerns for 
themselves or their child; general practice included general practice staff, such as GP, general practice 
nurse, or administration, via any form of communication (for example, face- to- face consultation, 
telephone, or digital app). The inclusion criteria were also studies that included experiences of general 
practice concerning this parent carer group’s mental health, physical health, or wellbeing, or that of 
the individual they care for; studies that explored parent carers expressed unmet needs when utilising 
general practice; and studies published in English with no date restrictions. Studies were excluded 
where experiences could not be directly attributed to use of general practices services; for example, 
examining experiences across settings.

Search strategy
Databases were searched in January 2022 and included MEDLINE (OvidSP), Cumulated Index to 
Nursing and Allied Health Literature (CINAHL), PsychINFO, Web of Science, and Scopus. Search terms 
included all relevant terms for the aims of the review. Reference sections of all included studies were 
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also screened to identify any other eligible studies, and articles citing included studies were searched. 
An example of the full search strategy can be found in Supplementary Table S1.

Screening and selection of studies
All duplicates were removed. Remaining title, abstracts, and full- text articles were independently 
screened by two reviewers against the inclusion criteria using Covidence software (version 2022). 
Studies that met the inclusion criteria at full- text stage were included in the review. Discrepancies were 
resolved by discussions between two reviewers. A third reviewer was consulted where a consensus 
could not be reached. Relevant data were extracted and recorded on a pre- defined data extraction 
form by two reviewers.

Quality assessment
The MMAT (version 2018)19 was used to conduct quality assessment of all studies fitting the inclusion 
criteria. An overall quality rating was determined for contextual information only and studies were not 
excluded on this basis. Discrepancies were discussed, and a consensus was reached to give overall 
scores for each study.

Data analysis
A narrative synthesis approach, which involves synthesising findings from included studies and using 
text and tables to summarise overall findings, was utilised.20 An iterative approach was followed, and 
initial description of results built a preliminary synthesis of studies identifying experiences highlighted 
by parents of general practice. Emerging patterns were explored within and between studies to 
understand why particular barriers or facilitators experienced affected the use of general practice and 
the role parents perceived it to play in supporting the health concerns of themselves or their child.

Results
A total of 1755 results were screened, resulting in nine studies being included;11,21–28 see the PRISMA 
flowchart in Supplementary Figure S1, including reasons for exclusions.

The studies were published from 1998–2020 in the UK,21,23,27,28 Australia,24–26 Norway,11 and Republic 
of Ireland.22 Eight of the studies included both mothers and fathers, with one including mothers only.22 
Characteristics of the children they cared for varied, with level of intellectual disability specified in 
only four studies.22–24,28 Children’s age ranged from 2–67 years, with one study not specifying age 
range.27 Of the nine included studies, five were qualitative,11,21–23,26 three quantitative,24,25,27 and one 
mixed method.28 All included studies focused on the experiences or perspectives of parents utilising 
general practice on behalf of their child with intellectual disability, with none of the studies reporting 
on general practice use for parents’ own health concerns. One study suggested the GP was used for 
parent carers’ health concerns but did not explore their experiences when seeking support for own 
health needs.11 Further study characteristics can be viewed in Supplementary Table S2.

Quality assessment
Seven of the studies were rated high quality,11,21–23,25–27 and two were rated low quality,24,28 as three 
out of five of the study design criteria was not met according to the MMAT guide. Quality assessment 
ratings for each included study can be found in Supplementary Table S3.

Reasons for use of general practice
All nine studies highlighted parent health service- related experiences and/or perspectives of utilising 
general practice for the health of their child with intellectual disability, including reasons for use.11,21–28 
The most frequently expressed need described in five of the studies11,22,25,26,28 was for a supportive 
GP who understood the health complexities of individuals with intellectual disability, which often 
go beyond somatic or medical concerns (for example, communication difficulties and mental health 
problems). Five studies21,22,24,27,28 reported parents utilising the service for general healthcare concerns 
for their child including somatic issues or queries, and two studies11,22 described medication or 
prescriptions as a reason for use. Two studies23,25 gave parent accounts of seeking support for more 
specialised health concerns including support for their child’s mental health or challenging behaviour 
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with varying outcomes. Similarly, two studies22,26 reported parents using general practice for further 
information about their child’s condition or health concern.

Positive experiences of general practice as described by parents
Five studies11,22,25,26,28 described parents as having positive experiences with general practice when 
they believed their GP to be more understanding and supportive of their child’s health concerns. Four 
studies11,22,26,28 described what parents felt created a good relationship with their GP, including a GP 
who met the holistic health needs of the child and parent, and an accessible GP who understood the 
issues associated with disabled children, rather than just somatic health concerns. Both Doyle22 and 
Newton and McGillivray26 suggested a good relationship with a GP resulted in satisfaction of care for 
their child and improved parental coping with their caring role. Similarly, four studies21,26–28 valued the 
importance of continuity of care, describing how parents would go to great lengths to find a GP whom 
they could build a good relationship with.

Negative experiences of general practice as described by parents
Seven studies11,21–24,26,28 described negative experiences when utilising general practice for their child’s 
health concerns. Six studies11,21–24,28 described GPs’ lack of knowledge about their child’s intellectual 
disability and lack of acknowledgement or understanding around parents’ wider concerns as a barrier 
when receiving support for their child’s health. This included parents seeking advice or referrals from 
GPs for behavioural or mental health difficulties.11,23 Three studies11,21,26 alluded to parents expressing 
their wishes for general practices to be more involved in coordinating overall health care of their child 
and participate in collaborative group meetings. One study reported parents’ concerns regarding 
transition support for their child from general practice owing to its lack of prior engagement with 
integrated services resulting in negative perspectives of GPs.21

Accessibility of general practice
Two studies11,26 described accessing GP services as a barrier for parents when seeking support on 
behalf of their child as there was not enough time to talk through complex health concerns. The 
parents within these studies suggested longer consultations were needed along with better flexibility 
to accommodate their children with intellectual disability.

Discussion
Summary
This review examined the experiences of general practice as described by parents seeking healthcare 
support on behalf of their child with intellectual disability or for parents’ own health concerns. While 
none of the studies reported parents’ describing experiences using general practice for their own 
health concerns, this systematic review provides insight into their experiences of navigating general 
practice on behalf of their child. The most frequent use of general practice was for general healthcare 
discussion on behalf of their child, and positive experiences of general practice centred around a 
supportive and understanding relationship with GPs and continuity of care. Conversely, negative 
experiences included the lack of knowledge around the wider health difficulties of patients with 
intellectual disability and access to general practice.

Strengths and limitations
To the authors’ knowledge, this is the first review to evaluate experiences for parents of children with 
intellectual disability concerning general practice. The review includes a range of study designs and 
countries with similar healthcare systems to the UK. This provides a wide overview of the literature, 
and although experiences consisted of a mixture of positive and negative experiences throughout the 
countries, only Norway and one study completed in Australia focused specifically on general practice 
as a standalone service.11,26 Although comparing a range of countries that explore the role of general 
practice for this patient group can be problematic owing to country- specific differences, it is clear 
further exploration of general practice service is needed.

Studies were included if they reported experiences of interacting with general practice for either 
the parent carer or child with intellectual disability and could be attributed directly to their experience 
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with general practice and not to their wider experiences of health care. This meant excluding studies 
where experiences related to the wider healthcare landscape including general practice, and while 
this meant findings were solely related to general practice as intended, it may have excluded relevant 
perspectives.

Not all included studies reported the child’s age and/or severity of intellectual disability. Therefore, 
conclusions cannot be drawn on how demographic factors influence a parent’s experiences of 
navigating general practice. Health needs of individuals with intellectual disability are heterogeneous, 
and receiving health care requires accommodations specific to their needs, including age and severity 
of disability.29

Transition from child to adult services is a crucial area of concern in provision of health services 
for those with intellectual disability.30 This review was not designed to explore studies focused on 
transition although it was mentioned as an area of concern in one of the included studies,21 which 
reflects its importance for parents, and the need for further research to understand the role of general 
practice during transition of care for individuals with intellectual disability.

Comparison with existing literature
This review found no studies describing parents’ experiences of general practice for their own health 
concerns when caring for a child with intellectual disability. Previous research suggests this group 
of parents are in frequent use of general practice,10 yet there is a lack of research investigating 
the role of general practice in supporting parent carers’ health concerns. Further investigation is 
needed, particularly since the COVID- 19 pandemic has resulted in families who care for individuals 
with intellectual disability reporting increased demands of continual care with little or remote service 
support.31 Research that explored experiences of parents who care for children with other long- term 
conditions and disabilities suggested GPs lacked the knowledge and understanding about their child’s 
long- term conditions and parent’s wider concerns for their child when using general practice, which 
are similar findings to the negative experiences identified in this review.32,33

Implications for research and practice
This review has highlighted a clear research gap in the literature for studies exploring parents who 
care for children with intellectual disability and their experiences of utilising general practice. Further 
investigations that explore this patient group’s perspectives will bring an awareness and understanding 
of the role that general practice plays in supporting this carer group’s health concerns. This will not 
only increase the body of literature in this area, but also inform policy and practice in relation to 
supporting the mental and physical health of this patient group, to ensure timely and accessible 
support and sustain their caring role long term.

Future research, particularly in the UK, needs to consider focusing on evaluating general practice 
as a unique service and not part of wider services of health care, as it is the first point of access 
for 90% of all initial NHS contacts.34 This will ensure findings can be deduced from datasets that 
solely explore accounts of general practice so recommendations can be made for policy and practice. 
Included studies did not examine the experiences of parents from Black and minority ethnic (BME) 
communities and these groups should be a priority for future research. Individuals diagnosed with 
intellectual disability from BME communities face additional complex barriers when utilising primary 
care, including lack of health information accessed in community languages and negative attitudes 
by service providers, with carers having limited support from social networks.35,36 Exploring the 
experiences and perspectives of accessing general practice services for BME communities will provide 
further understanding of the health inequalities faced, and examples of good and bad practice for 
recommendations to be made in practice.

Tailoring appointments for children with intellectual disability and their parents so that they are a 
priority for continuity of care may result in better experiences of using general practice for this patient 
group, and encourage better communication and satisfaction of care. Additionally, ensuring annual 
health checks are offered to the child and tailored to include parents’ health may be a welcome 
opportunity to facilitate support for parents’ health in general practice.

This review has highlighted specific barriers as described by parents seeking support on behalf of 
their child with intellectual disability. Children with intellectual disability are often a complex patient 
group, which may impact how much they utilise general practice for wider health concerns. Explorative 
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studies with general practice staff, such as GPs, would be useful to gain further understanding of 
professionals' insights into parent carer expectations during consultations, and views on how parents 
and individuals with intellectual disabilities health needs are individually met.
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