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Summary
Swansea Parent Carer Forum (SPCF) is a voluntary group of parent carers all with children with additional 
needs. We work with but are independent of the City & County of Swansea, our aim being, to make sure 
that services meet the needs of disabled children, young people, adults and their families. We can only do 
this by making sure our voice reflects the diversity of our communities through effective communication that 
enables our work to be informed by parents’ and carers’ views and lived experience. In summer/autumn 
2021 SPCF undertook our inaugural Big SPCF Survey of parents who care for children of all ages including 
adults, with any disability or additional needs. We would like to thank the 238 parents who, with so many 
other pressures on their time, took part in our survey. Your contributions will help us to ensure that SPCF 
represents the voices of all parent carers in Swansea. 

Aims of the research
• To build our understanding of the profile of parent carers in Swansea.

• To understand more about the needs and experiences of the children and adults for whom they 
care.

• To gather views and experience of parent carers and their families in relation to using services in 
Swansea.

• To hear and reflect lived experience of the impacts of caring for a child with a disability or additional 
needs on parents and their families.

• To measure parent carers’ current awareness of SPCF and identify the issues and topics our 
community would like us to prioritise in our work over the coming year.

• To collect a baseline dataset against which we will be able to longitudinally track progress in relation 
to a suite of questions linked to SPCF’s key performance indicators. 

Method
The Big SPCF Survey was undertaken online between 14th July and 1st November 2021. The survey was 
publicised using a range of methods in order to maximise the response rate and range of parent carers 
participating. These included via SPCF’s mailing list and social media platforms, via schools and a range of 
partner Voluntary Community Service (VCS) organisations.

238 parent carers completed the survey. This sizable opt-in sample enables us to draw indicative 
quantitative conclusions from the data. However, it should be noted that as a comprehensive statistical 
profile of parent carers in Swansea is not available, it is not possible to assess the extent to which our self-
selecting sample is representative of the broader population of parent carers in the city. Where possible 
we have contextualised and triangulated our survey findings with existing Wales and UK research and 
administrative data.

The profile of parent carers 
Survey participants were asked a range of demographic questions in order to help SPCF understand more 
about those with whom we are currently connecting and draw broader insights about the profile of parent 
carers across Swansea.  

• Parent carers who completed the survey were drawn from a wide range of Swansea postcodes.
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• The overwhelming majority of those who took part in the survey are women (93%). This reflects the 
established gender profile of carers and recognised patterns of higher rates of survey participation 
among female than male carers. 

• The survey attracted responses from parent carers in a wide range of age brackets. Two thirds of 
participants were aged between 35 and 54, with the under 35 and 55+ age brackets both containing 
around 16 per cent of respondents.

• Nearly 9 in 10 participants identified as white. Six per cent of participants identified as Asian, Asian 
Welsh or Asian British – Chinese. Just under one in ten respondents self-identified as being from a 
Black, Asian or from another minority ethnic background. The most recent estimate is that 6.3% of 
Swansea residents are Black, Asian or from another minority ethnic background (StatsWales 2021)

• Half of parent carers who took part in the survey look after, or give help or support, to someone 
other than their child because they have long-term physical or mental health condition or illnesses, 
or problems related to old age. 

• Just under a third (32%) of parent carers responding to the survey have a disability or illness 
themselves. This figure is in line with Carers Wales’s 2019 assessment that 30 per cent of all carers 
in Wales have a disability or illness.

• Just under half of participants (46%) are in paid employment, with broadly equal percentages in paid 
part-time and paid full-time employment and one in ten self-employed. More than a third (37%) of 
respondents said they are not in paid work due to their caring responsibilities.

• Just under a third (32%) of respondents are single parents. This figure is more than double the 
estimated 15 per cent of families headed by a single parent across the UK in 2020 (ONS 2021) and 
mirrors other research finding that around a third of children with disabilities in the UK are cared for 
by a single parent (Contact 2017). 

• The survey found that three per cent of respondents are kinship carers, two per cent are foster 
carers and three per cent are adoptive parents. These figures suggest that these types of parenting 
relationships are more prevalent among parent carers than in the population as whole1.

• Just under seven in 10 parent carers who took part in the survey (69%) have one child (including 
adult children) with a disability or additional needs. A quarter are parent carers to two children and 
just over five per cent are parent carers to three or more children.  

Parent carers’ children with a disability/ additional needs
Parents were asked to complete the survey in relation to each of their children or adult sons or daughters 
with additional needs or a disability. Understanding more about the children and adults who are cared for by 
parent carers in our community enables SPCF to tailor our priorities to meet their needs.

• The results suggest that SPCF is engaging with parent carers who have children with a disability 
or additional needs ranging in age from babies to 45+.  The majority of children cared for by survey 
respondents are in the 5-10 and 11-15 age brackets. However, there are significant numbers of pre-
school children, older teenagers and young people in their 20s and 30s being cared for by parent 
carers in our community.

1   In 2019, 77 per 100,000 children in Wales were in foster care. 28% of this group were fostered by kinship carers (Welsh Centre for Public Policy 
2020)

https://statswales.gov.wales/Catalogue/Equality-and-Diversity/Ethnicity/ethnicity-by-area-ethnicgroup
https://www.carersuk.org/files/section/6239/carers-wales-state-of-caring-2019-final.pdf
https://contact.org.uk/wp-content/uploads/2021/03/caring_more_than_most_full_report.pdf
https://www.wcpp.org.uk/wp-content/uploads/2020/09/Children-looked-after-in-Wales-Trends.pdf
https://www.wcpp.org.uk/wp-content/uploads/2020/09/Children-looked-after-in-Wales-Trends.pdf
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• The vast majority of parent carers (93%) told us that their child with a disability or additional needs 
lives with them all the time. Four per cent of children of a variety of ages live for some of the time 
with the parent carer who completed the survey. Parent carers told us about four young people aged 
between 16 and 34 living in residential care or a supported living setting. 

• Parent carers were asked to select all relevant descriptions of their child’s disability / additional 
needs and were given the opportunity to add descriptions not already listed. Their responses show 
that SPCF is currently reaching parents who care for children with a wide range of disabilities and 
additional needs. The prevalence of different disabilities and additional needs among the children of 
parent carers in our community broadly reflects their diagnosed prevalence in the wider population 
of children in the UK. 

We asked parent carers the extent to which their child was affected by a range of issues. 

• The overwhelming majority of children have difficulties with social interaction (94%) communication 
(90%) and sensory processing issues (86%). More than a third of children are severely affected by 
each of these issues. 

• Around seven in ten children (73%) have anxiety/depression, issues relating to eating/drinking 
(68%) and sleep issues (71%), with at least a quarter severely affected by each.

• Continence/toileting issues and difficulties with mobility affect around half of children (53% and 47% 
respectively).

• Around a third of children (32%) are affected by issues with stamina/breathing and fatigue.

Service use by parent carers’ children  
• Survey respondents told us that their children attend/ participate in a wide range of settings. The 

largest groups of children attend mainstream primary school (21%), a specialist setting within a 
mainstream school (18%) and mainstream secondary school (16%).

• Parent carers were asked which transitions between settings their child had undertaken in the last 
three years and how well-supported their child was during that move. Perceived levels of support in 
transitioning between settings steeply fall as children get older. 

• A quarter (25%) of the children cared for by parent carers who completed our survey receive 
support from Social Services. As would be expected, higher proportions of older children and adult 
age groups receive support from Social Services than younger children.

• A quarter (26%) of the children cared for by parent carers who completed our survey had been seen 
by Child and Adolescent Mental Health Services (CAMHS) or Adult Mental Health Services in the 
last three years. Those aged 16 to 24 were by far the most likely to have been seen by CAMHS or 
Adult Mental Health Services. 

• The overwhelming majority (86%) of parent carers’ children who have seen CAMHS or Adult MH 
Services in the last three years are autistic, more than four in ten (43%) have ADHD and around a 
third have a learning disability (34%) and/or speech, language and communication needs.

Parent carers’ experiences of services
Respondents were asked a bank of questions about their, their children and wider family’s experiences of 
services in Swansea. Very similar levels of satisfaction were found in relation to each question.
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• Around one in five respondents agree that Swansea is a place where their child with a disability or 
additional needs is treated fairly (19%) and that services in the city meet the needs of their child 
(20%). 

• Fewer than one in six respondents agree that services meet the needs of them as parent carers 
(14%) or of their family as a whole (15%). 

• Just 16 per cent agree that the voices of children with additional needs of all ages and their families 
are valued by service providers and only one in ten (11%) that they are truly involved in planning 
and designing services in Swansea. 

• Very high proportions (in most cases well over half) of parents actively disagree with each of these 
statements.

Parents were asked a series of questions about Carer’s Needs Assessments.

• Just over half (51%) of the parent carers who completed our survey in autumn 2021 knew they are 
entitled to a Carer’s Needs Assessment (CNA). Of this group, 16 per cent have had a CNA since the 
start of the pandemic in March 2020.

• This survey found a substantially lower level of awareness about CNAs than research undertaken 
in 2019 by SPCF. This could be due to the pandemic and may also be a result of our 2021 survey 
reaching a broader range of parents, who may have lower levels of awareness about the offer to 
which they are entitled as carers. 

• VCS organisations and Social Services were the most common sources of information about CNAs, 
with very few parent carers having been made aware of their entitlement to a CNA through other 
service providers such as schools, GPs and Health Visitors.

In order to quantify some of the impacts of being a parent carer, respondents were asked the extent 
to which a number of aspects of their health and wellbeing were affected by caring for their child with 
disabilities or additional needs. 

• Around nine in ten respondents told us that caring for their child has affected to some extent or a 
great deal their emotional wellbeing (92%) and mental health (90%) and sleep (87%).

• Around three quarters told us that being a parent carer had affected their physical health (74%) and 
their relationships (77%).

Parent carers were asked about when they last were able to take time off from caring. 

• Only just over a third of parents (35%) have had a day or evening off from caring in the last month. 

• Almost a quarter of parents (23%) have never taken a day or evening off from caring, with a further 
13 per cent not having done so in the last five years. 

• Almost three quarters (72%) of parent carers said that Covid has reduced the opportunities for them 
to take time off from caring. 

• Those who were able to take a day or evening off from caring for their child in the last year were 
more likely to say they are coping or coping well than those who have not been able to take a day or 
evening off in at least five years (68% vs. 59%).

In order to build a quantitative understanding of parent carers’ overall perceptions of their wellbeing, we 
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asked respondents how well they feel they are coping at the moment. Just under two thirds of parent carers 
(65%) said they are coping (53%) or coping well (12%). A third (33%) said they are struggling to cope (29%) 
or not coping at all (4%).

While parent carers who said they are currently coping or coping well were not uniformly more positive 
about their and their children’s experiences as service users, we have identified some key measures about 
which those who feel they are coping are substantially more favourable.

• Almost all parent carers who said their child was very well-supported through their last transition 
said they are coping or coping well. 

• Those who are coping well are twice as likely to agree that Swansea is a place where their child 
with a disability/ additional needs is treated fairly and inclusively than those who are struggling to 
cope or not coping at all (34% vs. 15%).

• Those who are coping are substantially more likely to agree that services meet the needs of their 
children than those who are not. 

Swansea Parent Carer Forum
We are delighted that this inaugural survey found just under half (48%) of respondents actively agreeing 
that SPCF listens to and represents them and their family’s experiences and needs. More than four in ten 
(44%) neither agree nor disagree or are not sure, which is to be expected given that SPCF is a relatively 
new organisation.

Parent carers’ responses indicated a clear set of topics about which they would like to hear and learn more, 
which we are using to inform our work over the coming year. The most commonly cited topics were:

• Parent carers’ wellbeing

• Supporting adult children through different life stages

• Accessing benefits

• Understanding the new Additional Learning Needs and Education Tribunal (Wales) Act 2018

• Managing the needs of siblings

We have taken on board all the feedback given by all survey respondents and are exploring how we can 
incorporate the priorities of as many parent carers as possible into our evolving programme.
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1. About Swansea Parent Carer Forum

1.1 Who is Swansea Parent Carer Forum?
We are a voluntary group of parent carers all with children with additional needs. We work with but are 
independent of the City & County of Swansea, our aim being, to make sure that services meet the needs of 
disabled children, young people, adults and their families.

We believe passionately that working co-productively with Swansea Council and other service providers 
will put the voice of disabled children of all ages and their families at the centre of decisions and deliver 
services that work for our community.

Our vision is for Swansea to be a place where the voices of families are valued and effectively used to 
achieve an equitable and inclusive quality of life for our children of all ages.

1.2 What is our aim?
Growing, developing and empowering our membership to have a strong collective voice is a key aim of 
ours. With this voice we aim to provide a constructive channel of communication between parent carers and 
strategic partners to influence positive change.

Co-production means that people are truly involved in planning and designing services from the very 
beginning. Professionals and citizens are equal partners and share power to design, plan, assess and 
deliver support together. Our aim is to do this in Swansea and co-produce and co-design services that meet 
the needs of disabled children of all ages and 

1.3 What is our purpose?
To influence the strategic development of services and direct change by co-producing and co-designing 
services. We want to ensure our collective voice has a platform at a strategic level and the rights of children 
of all ages and their families are at the centre of decision making.

We can only do this by making sure our voice reflects the diversity of our communities through effective 
communication. Our voice needs to be informed by parents’ and carers’ views and lived experience.
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2. Introduction
Swansea Parent Carer Forum (SPCF) ensures our voice reflects Swansea parent carers’ wide-ranging 
views and lived experiences through a combination of formal and informal channels of communication 
and research. Since our inception in 2018 we have used small-scale research projects, social media and 
in-person channels of communication to gather and reflect the diversity of views and experiences among 
parent carers in Swansea. In summer/autumn 2021 we undertook our inaugural Big SPCF Survey of 
parents who care for children of all ages including adults, with any disability or additional needs. 

Aims of the research

• To build our understanding of the profile of parent carers in Swansea.

• To understand more about the needs and experiences of the children and adults for whom they 
care.

• To gather views and experience of parent carers and their families in relation to using services in 
Swansea.

• To hear and reflect lived experience of the impacts of caring for a child with a disability or additional 
needs on parents and their families.

• To measure parent carers’ current awareness of SPCF and identify the issues and topics our 
community would like us to prioritise in our work over the coming year.

• To collect a baseline dataset against which we will be able to longitudinally track progress in relation 
to a suite of questions linked to SPCF’s key performance indicators. 

238 parent carers completed the survey. This sizable opt-in sample enables us to draw indicative 
quantitative conclusions from the data. However, it should be noted that as a comprehensive statistical 
profile of parent carers in Swansea is not available, it is not possible to assess the extent to which our self-
selecting sample is representative of the broader population of parent carers in the city. Where possible 
we have contextualised and triangulated our survey findings with existing Wales and UK research and 
administrative data.

We would like to thank the 238 parents who, with so many other pressures on their time, took part in our 
survey. Your contributions will help us to ensure that SPCF represents the voices of all parent carers in 
Swansea. 
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3. Method
The Big SPCF Survey was undertaken online between 14th July and 1st November 2021. The extended 
fieldwork period, covering both school holidays and term time, was designed to maximise the opportunity 
for parent carers to participate in the survey.

SPCF aimed for the survey to be completed by as many parent carers in Swansea as possible; existing 
members of the forum as well as parent carers who have not previously engaged with SPCF; and parents 
caring for children of any age with additional needs or a disability who may not self-identify as parent carers 
for a variety of reasons.

In order to demonstrate the value SPCF places on parents giving their time to participate in research, 
survey participants were offered the opportunity to enter a prize draw to win a range of shopping voucher 
prizes (5 x £10, 2 x £25, 1 x £50). 

The online survey was publicised using a range of methods in order to maximise the response rate and 
range of parent carers participating, including:

• via SPCF’s mailing list and social media, primarily Facebook and Twitter

• via the education newsletter distributed to schools and other educational settings across Swansea

• via a range of partner VCS organisations including, Chinese Autism Support Group, Hands Up for 
Downs, Iberian and Latin American Association in Wales, Swansea Council for Voluntary Service, 
Swansea Autism Movement and National Autistic Society (Swansea branch)

255 individuals completed the survey. When individuals had completed the survey more than once, only 
their most recent response was included in the quantitative analysis, but all qualitative responses were 
analysed. 17 survey participants who said they had 0 children with additional needs or disabilities were not 
included in the analysis, making the base number of parent carer participants 238. 

Parents were asked to complete the survey in relation to each of their children or adult sons or daughters 
with additional needs or a disability. Participants told us about 306 children, but not all questions were 
completed in relation to every child, with the majority of questions relating to children having a base of 294.

Parents were informed that by completing sections of the survey relating to their child they were confirming 
that they had their child’s / adult daughter or son’s agreement to do so on their behalf if they are over 16 
and competent to give consent. Participants’ personal data has been stored securely and will be disposed 
of in line with the UK General Data Protection Regulation 2018. Any contact details participants chose 
to share with SPCF have not been linked to survey answers. All data, including from written answers 
participants chose to give, is reported anonymously. Participants were directed to SPCF’s privacy policy 
for more information. Participants were asked to bear in mind as they answered the questions that 
SPCF represents a small community of parent carers so it is possible that details in answers may make 
participants identifiable to members of the SPCF Leadership Team who analyse the data.  Participants 
were assured that such information would be treated confidentially. 

SPCF observed a duty of care to respondents who indicated they felt like they were ‘not coping’. Those 
who said they were ‘struggling to cope’ were signposted to a range of support services and organisations. 
Those who said they were ‘not coping at all’ and provided contact details were contacted by a member of 
the SPCF team.

https://swanseapcf.org/privacy-policy/
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4. The profile of parent carers 

Survey participants were asked a range of demographic questions in order to help SPCF understand more 
about the parent carers with whom we are currently connecting and draw broader insights about the profile 
of parent carers across Swansea.  While this data provides insights into the demographic characteristics 
of parent carers in Swansea and their children, the statistical limitations of data collected through an opt-in 
survey of this kind should be borne in mind.

4.1 Postcode
Parent carers who completed the survey were drawn from a wide range of Swansea postcodes. Three 
quarters of participants live in SA1-5, with the largest proportion (1 in 5) living in SA5. More than a third of 
respondents live in the postcode areas that include the LSOAs2 in Swansea that rank highest on the Welsh 
Index of Multiple Deprivation (WIMD 2019). 

Figure 1:  What is your postcode area?

15%
16%

9%

14%

21%

13%

5%

1% 0.4% 0.4% 0.4%
2% 1% 0.4%

2%

SA1 SA2 SA3 SA4 SA5 SA6 SA7 SA8 SA9 SA10 SA11 SA12 SA13 SA15 Prefer
not to

answer  

4.2 Gender and sexual orientation
The overwhelming majority of those who took part in the survey are women (93%). This reflects the 
established gender profile of carers3. It is also likely to be partially explained by female carers being more 
likely to participate in research of this kind.4 

  
SPCF will continue to work to engage with all parent carers in Swansea and will explore methods to raise 
participation rates among male parent carers in relation to SPCF research and wider work.

The survey found that 93 per cent of respondents identify as straight/heterosexual, 0.4 per cent as gay or 
lesbian and three per cent as bisexual. 

2  LSOA = Lower layer super output area
3  According to Carers UK (2019), 58% of carers are women.
4  Carers Wales (2019) also reported that female carers were significantly more likely to have completed their State of Caring survey than their male 
counterparts.

Base: 238 parent carers

https://www.carersuk.org/images/News__campaigns/CarersRightsDay_Nov19_FINAL.pdf
https://www.carersuk.org/files/section/6239/carers-wales-state-of-caring-2019-final.pdf
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4.3 Age
The survey attracted responses from parent carers in a wide range of age brackets. Two thirds of 
participants were aged between 35 and 54, with the under 35 and 55+ age brackets both containing around 
16 per cent of respondents. This suggests that SPCF is engaging with parents of a variety of ages caring 
for children of all ages, including adults. Alongside data about the age of the children for whom parents are 
caring, this data will help us work to meet the needs of current members and continue to develop strategies 
to engage parent carers of all ages in Swansea including younger parents aged under 25 and older parents 
of adult children.

Figure 2: How old are you?

0.4%

16%

38%

28%

11%

5%

1%

24 or under 25-34 35-44 45-54 55-64 65-74 Prefer  not to
answer

 
4.3 Ethnicity

Survey participants were invited to share their ethnicity if they chose. Nearly 9 in 10 participants identified 
as white (87% white - Welsh, English, Scottish, Northern Irish or British and 2% Irish, white European or 
Eastern European). Six per cent of participants identified as Asian, Asian Welsh or Asian British – Chinese. 
Just under one in ten respondents self-identified as being from a Black, Asian or from another minority 
ethnic background. The most recent estimate is that 6.3% of Swansea residents are Black, Asian or from 
another minority ethnic background (StatsWales 2021).

SPCF worked alongside the Chinese Autism Support Group and the Iberian and Latin American Association 
in Wales to share the survey with parent carers in these communities. This is reflected in the profile of this 
year’s survey participants. We plan to broaden and deepen our engagement with VCS groups representing 
ethnic minorities in Swansea and hope this work will be reflected in the profile of 2023’s Big SPCF survey 
respondents.

Table 1:  What is your ethnicity?

Ethnicity Number Percentage

Arab 1 0.4%

Asian, Asian Welsh or Asian British - Bangladeshi 2 0.8%

Asian, Asian Welsh or Asian British - Chinese 15 6.3%

Base: 238 parent carers

https://statswales.gov.wales/Catalogue/Equality-and-Diversity/Ethnicity/ethnicity-by-area-ethnicgroup
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Latino 2 0.8%

Mixed 1 0.4%

Mixed or Multiple ethnic groups - White and Black African 2 0.8%

Thai 1 0.4%

White - Welsh, English, Scottish, Northern Irish or British 206 86.9%

White European/ Eastern European/ Irish 5 2.1%

Prefer not to answer 3 1.3%

4.5 Parent carers’ own disability and illness and other caring responsibilities
Just under a third (32%) of parent carers responding to the survey have a disability or illness themselves. 
This figure is in line with Carers Wales’s 2019 assessment that 30 per cent of all carers in Wales have a 
disability or illness. 

Figure 3: Do you look after, or give help or support, to anyone other than your child because they have long-term physical or mental 
health condition or illnesses, or problems related to old age?

  

48%

10%

5% 4% 3%

28%

3%

No Yes, 9 or less Yes, 10-19 Yes, 20-29 Yes, 30-39 Yes, more than
40

Prefer  not to
answer

Number of hours per week

Total yes = 50%

https://www.carersuk.org/files/section/6239/carers-wales-state-of-caring-2019-final.pdf
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Half of parent carers who undertook the survey look after, or give help or support, to someone other than 
their child because they have long-term physical or mental health condition or illnesses, or problems related 
to old age. Just under a third (31%) of respondents spend more than 30 hours a week caring for someone 
other than their child, with more than a quarter (28%) doing so for 40 hours or more per week. 

These findings highlight the hugely challenging personal circumstances of many parent carers, managing 
competing demands and responsibilities and in many cases living with their own illness or disability. 

Survey participants shared their lived experience of caring for a child with a disability or additional needs in 
the context of other caring responsibilities and their own disabilities or long-term illness.

Recently lost my father to dementia & who I also cared for the past 18 years.

I have 2 children. 1 diagnosed with autism, ADHD, learning difficulties and dyslexia; the other 1 not 
diagnosed but shows quite a lot of signs and has learning difficulties. My husband is fully wheelchair bound 
unable to walk and I have chronic arthritis.

I also have a husband with additional needs and no extended family support.

I have long term disabilities having had a stroke years ago and recent spinal surgery and help look after my 
28yr old son with additional needs together with my husband who has mental health needs. 

I have mobility problems, a widow and spend as much time as I can with my elderly mother.

I am the lone carer for my disabled son as my husband is also disabled and unable to provide care.

4.6 Employment situation

Just under half of participants (46%) are in paid employment, with broadly equal percentages in paid part-
time (17%) and paid full-time (19%) employment and one in ten self-employed. More than a third (37%) 
of respondents said they are not in paid work due to their caring responsibilities. This figure is in line with 
Carers Wales’s (2019) estimate that 42 per cent of all carers in Wales find themselves in this situation. 
Research by Contact (2017) found that parents of disabled children under 16 are more likely than other 
carers to report that their caring role has affected their ability to undertake paid employment.

Total yes = 50%

https://www.carersuk.org/files/section/6239/carers-wales-state-of-caring-2019-final.pdf
https://contact.org.uk/wp-content/uploads/2021/03/caring_more_than_most_full_report.pdf
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Figure 4: What is your current employment situation?

37%

19%

17%

10%

10%

7%

6%

4%

Not in paid work due to caring responsibilities

Paid part-time employment

Paid full-time employment

Not in paid work due to own i llness or disability

Self-employed

Volunteering

Retired

In education/ training

4.7 Parent carers’ family situations
Two thirds of parent carers who completed the survey have one or two children under 18  living in their 
household all or some of the time. However, respondents had a broad range of family contexts; one in ten 
have three or more children under 18 in their household and a further six per cent have four or more under 
18s living with them. A further 17 per cent do not have any under 18s living in their household. The age of 
the children and adults for whom survey respondents care is analysed in Section 5.1.

Figure 5: In total, how many children and young people under 18 live in your household all or some of the time?

17%

30%

37%

10%

3% 3% 1%

0 1 2 3 4 5 or more Prefer  not to
answerBase: 238 parent carers

Just under seven in 10 parent carers who took part in the survey (69%) have one child (including adult 
children) with a disability or additional needs. A quarter are parent carers to two children and just over five 
per cent are parent carers to three or more children.  

Base: 238 parent carers NB: Percentages do not total because respondents could choose more than one response.
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Just under a third (32%) of respondents are single parents. This figure is more than double the estimated 
15 per cent of families headed by a single parent across the UK in 2020 (ONS 2021).  This finding mirrors 
that of other research finding that around a third of children with disabilities in the UK are cared for by a 
single parent (Contact 2017). 

Figure 6:  In relation to your child/children with a disability or additional needs, are you…?

32%
2% 3% 3%

60%

2%

A lone parent

A foster carer

A kinship carer

An adopt ive parent

None of these

Prefer  not to
 answer

Base: 306 children of parent carers

The survey found that three per cent of respondents are kinship carers, two per cent are foster carers and 
three per cent are adoptive parents. These figures suggest that these types of parenting relationships are 
more prevalent among parent carers than in the population as whole5. This is likely to reflect established 
patterns of higher levels of additional needs among looked after children than among all children6.

5  In 2019 77 per 100,000 children in Wales were in foster care . 28% of this group were fostered by kinship carers (Welsh Centre for Public Policy 
2020)
6  For example, in 2018 looked after children in England were almost four times more likely to have a special educational need (SEN) than all 
children (55.5% vs 14.6%), and were just over nine times more likely to have a statement of special educational need or education, health and care 
(EHC) plan than all children (2.9% vs. 26.5%) (DfE 2018). UK-wide research by Kinship (2021) found that 62 per cent of kinship carers believed that 
their children had long-term physical and mental health needs and that 36 per cent of children in kinship care had special educational needs.

https://contact.org.uk/wp-content/uploads/2021/03/caring_more_than_most_full_report.pdf
https://www.wcpp.org.uk/wp-content/uploads/2020/09/Children-looked-after-in-Wales-Trends.pdf
https://www.wcpp.org.uk/wp-content/uploads/2020/09/Children-looked-after-in-Wales-Trends.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/794535/Main_Text_Outcomes_for_CLA_by_LAs_2018.pdf
https://kinship.org.uk/wp-content/uploads/Kinship-State-of-the-Nation-2021-FINAL.pdf
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5. About parent carers’ children with a disability / additional needs

Parents were asked to complete the survey in relation to each of their children or adult sons or daughters 
with additional needs or a disability. Participants told us about 306 children, but not all questions were 
completed in relation to every child. Understanding more about the children and adults who are cared for by 
parent carers in our community enables SPCF to tailor our priorities to meet their needs.

5.1 Age and living arrangements 
SPCF works to represent parent carers who care for children of all ages, including adult children. The 
results of this first annual survey suggest the forum is engaging with parent carers who have children with a 
disability or additional needs ranging in age from babies to 45+.  

The majority of children cared for by our parent carers are in the 5-10 and 11-15 age brackets. However, 
there are significant numbers of pre-school children, older teenagers and young people in their 20s and 30s 
being cared for by parent carers in our community. One in five (21%) of the children about whom parent 
carers provided information is aged 19+, with a further 13 per cent aged 16-18. 

SPCF will continue to develop strategies to reach parent carers with children of all ages, with a particular 
focus on the following groups: 

• parent carers of adult children who may be reluctant to engage with SPCF because of previous 
negative experiences with service providers and VCS organisations. 

• parents of younger children (often with additional needs that are still emerging) who may not yet 
self-identify as a parent carer.   

Figure 7:  How old is your child/ adult daughter or son with a disability or additional needs?

8%

30% 28%

13%
10% 8%

2% 1%

0-4 years 5-10 years 11-15 years 16-18 years 19-24 years 25-34 years 35-44 years 45 or older

Base: 306 children of parent carers
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The vast majority of parent carers (93%) told us that their child with a disability or additional needs 
lives with them all the time. Four per cent of children of a variety of ages live with the parent carer who 
completed the survey for some of the time.  Reasons shared for this pattern included shared custody and 
studying at university. Parent carers told us about four young people aged between 16 and 34 living in 
residential care or a supported living setting. 

Figure 8: Does your child/ adult daughter or son…?
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4% 2% 1% 0.3%

Live with you all th
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g

5.2 The nature of children’s disabilities/additional needs
Parent carers were asked to select all relevant descriptions of their child’s disabilities/ additional needs 
and were given the opportunity to add descriptions not already listed. Their responses show that SPCF 
is currently reaching parents who care for children with a wide range of disabilities and additional needs. 
The prevalence of different disabilities and additional needs among the children of parent carers in our 
community broadly reflects their diagnosed prevalence in the wider population of children in the UK. We 
are pleased to have already reached parent carers whose children have a wide variety of disabilities and 
additional needs but are keen to explore ways to reach an even wider range of parent carers such as 
those caring for children with life-limiting conditions who may face substantial barriers to engaging with 
organisations such as SPCF. 

Base: 306 children of parent carers
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Figure 9: How would you describe your child’s/ adult daughter or son’s disability or additional needs?
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We asked parent carers the extent to which their child was affected by a range of issues. 

• The overwhelming majority of children have difficulties with social interaction (94%) communication 
(90%) and sensory processing issues (86%). More than a third of children are severely affected by 
each of these issues. 

• Around seven in ten children (73%) have anxiety/depression, issues relating to eating/drinking 
(68%) and sleep issues (71%), with at least a quarter severely affected by each.

• Continence/toileting issues and difficulties with mobility affect around half of children (53% and 47% 
respectively).

• Around a third of children (32%) are affected by issues with stamina/breathing and fatigue.
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Figure 10: To what extent is your child/ adult daughter or son affected by the following issues?
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Parent carers shared details of the day-to-day reality of their child’s needs:

As he appears high functioning he is often missed when it comes to social gatherings.

She stays awake all night, and we found it very, very difficult for the doctors to take notice.

I am his financial appointee, I take him shopping, clean his house and make sure he puts his bins out and 
speak to him from 5 to 10 times a day which can be very draining as I have to talk him through meltdowns 
just as I did when he lived at home.

Our son has Down’s Syndrome, he can be very challenging and isn’t able to communicate his feelings.

My son’s difficulties including his autism and anxiety cause extreme behavioural issues which have a daily 
effect on our lives

He needs help to keep him on task . Needs help structuring his day, can’t occupy his own time. Doesn’t like 
change.

He is on the ND pathway so hasn’t yet been diagnosed. He still soils and has anger problems.

Base: 306 children of parent carers
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The information shared by parent carers about their children enables us to better understand the nature 
of their disabilities and additional needs and the scale and scope of the issues they are affected by on a 
day-to-day basis. This allows SPCF to tailor our advocacy and influencing work, information provision and 
events programme to reflect the lived experiences of parent carers in Swansea and their children.
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6. Service use by parent carers’ children  

6.1 Settings and activities
Survey respondents told us that their children attend/ participate in a wide range of settings. The largest 
groups of children attend mainstream primary school (21%), a specialist setting within a mainstream 
school (18%) and mainstream secondary school (16%). Five per cent attend nursery or preschool, ten 
per cent attend a special school and a further seven per cent are home educated or educated other than 
at school. Ten per cent attend college or university and just over five per cent are employed, undertaking 
voluntary employment or doing an apprenticeship. Seven per cent of parent carers’ young people are not in 
employment, education or training.

Figure 11: Which of the following does your child/ adult daughter or son attend/do?
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6.2 Transitions between settings
Parent carers were asked which transitions between settings their child had undertaken in the last three

Figure 12: Which, if any, of the following moves (transitions) has your child/ adult daughter or son undertaken in the last three 
years?

15%
14%

9%

6%
5%

1%

Year 6 to 7 Nursery or other
pre-school

provision to
Reception

Year 11 to post-16
education

School or college
to university

Children’s to 
Adults Services

Education to
employment

Responses to this question clearly demonstrate that perceived levels of support in transitioning between 
settings steeply fall as children get older. While two thirds (67%) of children who had moved from nursery to 
preschool in the last three years were perceived by their parents to have been fairly or very well-supported 
in this transition, the same was true for just one in five young people (21%) moving from the care ofdren to 
Adults Services in the last three years. The percentage of children whose parents feel they were not very 
well or not at all well supported during their transition steeply rises with age; one in ten transitioning from 
Nursery to Reception, half from Year 11 to post-16 and almost eight in ten transitioning from Children’s to 
Adult Services. 
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Figure 13: Overall, how well-supported was your child/adult daughter or son through this move (transition)?

Parent carers shared their and their children’s lived experience of transitioning between settings in 
Swansea. There were a number of positive comments in relation to transition between preschool and 
Reception and between mainstream primary and secondary schools. 

Teachers and leaders at her school have listened to my explanation of her needs and put appropriate 
provision in place to support her. She has been explained to about what will happen well ahead of any 
transition and has one to one support.

Swansea Council have aided my daughter’s education and connected well with family to ensure transition 
is successful.

The school had supported not only my child but myself also, no other support given from any other 
agencies

School made physical adaptions so she could access the school. She has a TA, she has limited English 
and she gets transport to the school. I have been made to feel very welcome.

Parents’ explanations of why they felt their child was not well-supported in their transition to primary or 
secondary school often included the following:
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• A lack of communication with parents

• Planning for transition not starting sufficiently early

• Insufficient involvement of key school staff

• Delays in evidence gathering and statement decisions

• Multiple transitions taking place because of inconsistent assessments of the most suitable setting

We weren’t told she was going to be in the supported unit as I wasn’t included in the discussion between 
the schools. She was extremely upset when she realised she wasn’t in any classes with her friends.

Was refused a place due to lack of evidence from ALNCo who was new. Had to appeal myself as no 
support available. Still got turned down. The school moved him to the autism unit after one month due to 
being unable to cope in mainstream. Still not official but he’s still there. Caused a mental breakdown to 
mum during the fight for a place.

It didn’t help my eldest when his statement took so long to come back. He was in mainstream nursery and 
then because he couldn’t cope he was voluntary put into STF when he thrived, then even though he was 
doing so well, educational psychologist decided to push him into mainstream. So again he had to transfer 
from nursery to STF and then from STF straight to mainstream. 

Secondary transition was pathetic. It is no use the LA sending out information about special schools etc 
at half term of year 7. The information needs to be made available to parents in Year 5 and transition to 
secondary school should be properly planned.

Primary school left us parents to it, comp didn’t meet my son’s 1-1 who taught him for over 5 years which 
has resulted in my son really struggling in comp.

A number of parents commented on poor transitions between into post-16 education experienced by their 
children.

Home Ed was brilliant but going onto college from there the support was not there for her.

No choices given or advice of time scales to apply as she moved from a mainstream setting to a SEN 6th 
form.

There was no transition from his comprehensive school (which don’t offer A-Levels) to the one he needed 
to go to to do his A-Levels.

Feedback about the transition from Children’s to Adult Services was overwhelmingly negative.

Transition to adult services is slow and fragmented, lack of communication, difficulties with cohesion and 
knowledge between education, health and social care. 

When they are children they are very well supported, when they reach adulthood they are basically cut off 
from the support.

Many parents highlighted how the pandemic contributed to difficult transitions experienced by their children 
over the last two years. 

Due to COVID the school only offered an hour transition in the high school but my son and a few others 
had an additional 2 hours on another day. The children normally have a week transition and all previous 
year groups have been informed of their form group in advance but this year they won’t know who they are 
with until their first day at comp.
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Hasn’t been able to go to the college, look around or do taster sessions so that they get a feel of what it’s 
about. This has had a massive impact on how he thinks of the place, he is refusing to go and had he been 
able to do these things I think things may have been different.

Affected by the pandemic and our necessary isolation due to shielding due to our family’s extremely 
clinically vulnerable status, my son did not return to Y6 after March and so had no transition to Y7.

X was not very well supported in his move from mainstream school into his STF. Due to covid, he did not 
get to visit his school or meet any of his teachers until his first day of full time school.

The pandemic has made transitioning very difficult. Not seeing our son was extremely difficult and anxiety 
ridden. He has settled but lost a lot of weight while trying to acclimatise over this past year.

Parent carers’ experiences of increasingly negative transitions as children move through each stage of the 
system are one of the key findings from this research. Sharing these findings in order to shape the way in 
which transitions are approached is a key priority for SPCF over the coming months.

6.3 Social Services and Adult Mental Health Service and CAMHS
A quarter (25%) of the children cared for by parent carers who completed our survey receive support from 
Social Services. As would be expected, high proportions of older children and adult age groups receive 
support from social services than younger children.
Table 2: % of each age group who receive support from social services

0-4 years 9%
5-10 years 5%

11-15 years 18%
16-18 years 30%
19-24 years 20%

25+ 74%

Our analysis shows the breadth of disabilities and additional needs of those receiving support from social 
services.

Autism 56%

Speech, language & communication needs 45%

Learning disability 43%
Social, emotional and mental health difficulties 30%

Mobility issues 25%
Global Development Delay 19%

ADHD 18%
Cerebral Palsy 15%

Down Syndrome 15%
Physical disability 15%

Rare genetic disorder 12%

Table 3:  % of those who receive support from social services who have…
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A quarter (26%) of the children cared for by parent carers who completed our survey had been seen by 
Child and Adolescent Mental Health Services (CAMHS) or Adult Mental Health Services in the last three 
years. Those aged 16 to 24 were by far the most likely to have been seen by CAMHS or Adult Mental 
Health Services. 

Table 4: % of each age group who have been seen by CAMHS or Adult MH Services in last 3 years

5-10 years 4%

11-15 years 29%
16-18 years 45%
19-24 years 47%

25+ 18%

The overwhelming majority (86%) of parent carers’ children who have seen CAMHS or Adult MH Services 
in the last three years have autism, more than four in ten (43%) have ADHD and around a third have a 
learning disability (34%) and/or speech, language and communication needs.

Table 5: % of each age group who have been seen by CAMHS or Adult MH Services in last 3 years

Autism 86%
ADHD 43%

Learning disability 34%
Speech, language & communication needs 32%

Multi-sensory impairment 13%
Dyspraxia 12%

Global Development Delay 11%

These top-level questions were designed to provide an understanding of the scale and nature of parent 
carers’ children’s interactions with social services and mental health services. Swansea PCF is planning 
further research to explore in greater depth experiences of using these services.
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7. Experiences of being a parent carer in Swansea

The Big SPCF Survey asked a range of questions to understand more about respondents’ experiences of 
being a parent carer in Swansea. 

7.1 Experiences of services
Respondents were asked a bank of questions about their, their children and their wider family’s experiences 
of services in Swansea. Very similar levels of satisfaction were found in relation to each question. 

• Around one in five respondents agree that Swansea is a place where their child with a disability or 
additional needs is treated fairly (19%) and that services in the city meet the needs of their child 
(20%). 

• Fewer than one in six respondents agree that services meet the needs of them as parent carers 
(14%) or of their family as a whole (15%). 

• Just 16 per cent agree that the voices of children with additional needs of all ages and their families 
are valued by service providers and only one in ten (11%) that they are truly involved in planning 
and designing services in Swansea. 

• Very high proportions (in most cases well over half) of parents actively disagree with  each of these 
statements.

These findings underline the importance of Swansea PCF’s mission to work collaboratively with strategic 
partners to ensure that services are co-designed by those with lived experience so that they  meet the 
needs of people with disabilities/ additional needs of all ages and their families. We will use this bank of 
data as a baseline measure against which to measure progress in meeting these objectives over time.

Figure 14: As a parent carer in Swansea, to what extent do you agree with the following statements?
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7.2 Carer’s Needs Assessments
Just over half (51%) of the parent carers who completed our survey in autumn 2021 knew they are entitled 
to a Carer’s Needs Assessment (CNA). Of this group, 16 per cent have had a CNA since the start of the 
pandemic in March 2020.

This survey has found a substantially lower level of awareness about CNAs than research undertaken in 
2019 by Swansea PCF, which found that 63 per cent of respondents knew they were entitled to a CNA.  It 
could be that levels of awareness have dropped as a result of reduced contact with services providers, VCS 
groups and other parents during the pandemic. The lower levels of awareness of CNAs in this survey could 
also be a result of our more recent survey reaching a broader range of parents who may be less informed 
about the offer available to them as parent carers. 

Figure 15: Did you know you are entitled to a Carer’s Needs Assessment?

63%

51%

37%

49%

Autumn 2019 Autumn 2021

Yes No
 

• Nearly four in ten (39%) parents who knew they were entitled to a Carer’s Needs Assessment found 
this out from a VCS organisation (including parent support groups). 

• More than a quarter (27%) found out from Social Services and just under one in ten (9%) from 
friends or family. 

• More than one in eight (16%) of those who knew they were entitled to a CNA were unsure how they 
found out about this. 

• Just two per cent found out about CNA’s from their child’s school and just three per cent from their 
GP or Health Visitor. 

These findings show that there is a significant number of parent carers in Swansea who are not aware 
that they are entitled to a Carer’s Needs Assessment. They also suggest that schools and other education 
settings and primary healthcare providers could play a greater role in increasing awareness of CNAs, as 
very small numbers of parent carers are currently receiving information about their entitlement to a CNA via 
these channels.

Base:  2021 figure: 238 parent carers 2019 figure 211 parent 
carers
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Figure 16: How did you find out that you are entitled to a Carer’s Needs Assessment?
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7.3 The impacts of being a parent carer
We invited parent carers to share their lived experience of the impacts of being a parent carer on their lives 
and those of their family as a whole:

I am constantly exhausted due to worry and stress about my son.

The mental and emotional stress is always with me regardless of the fact that he is in a safe, caring 
residential home.

Have had to miss treatments/surgeries for own health. Not able to grieve properly when my dad died. 
Constantly having to chase up professionals and do their jobs for them!

Base: 116 parent carers who were aware of CNAs.  
NB: Percentages do not total because some respondents mentioned more than one info source.
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It’s overwhelming, I’m exhausted. I’m trying to focus on education and employment but it is so very tiring.

Lack of services and help within the education setting has severely affected mental and emotional health.

The supported living placement doesn’t support her so I take care of all her needs and take the brunt of her 
mental health.

It’s soul destroying.

I have no life at all. Just care for my son and have to work as well.

Lately I’ve [description of medical symptoms removed to protect anonymity], so far doctors can only 
assume this is due to stress. Unfortunately, I don’t have any other option than to allow this situation to 
continue rather than taking care of myself better in order to heal. I simply need more sleep or space but this 
is currently impossible.

I suffer from anxiety and on antidepressants. I still feel overwhelmed sometimes and grief for my son’s 
diagnosis. But I get a lot of support from my husband and parents.

I find it physically tiring and there are times my daughter is in crisis I don’t know how to help her. When she 
refuses to wear her apparatus that can be very difficult and physically tiring.

You have to do every last little thing alone, every single time and that takes its toll on your spirit over time. 
It’s a very lonely and impoverished existence. There is no local informal social support whatsoever, and that 
makes bad days even harder.

The key is support, guidance and information. We have the latter but we are left on our own in regards 
to the other two. It is a constant worry and dominates our thoughts all the time. Trying to separate the 
responsibility of a parent and a carer is particularly tough and often means we do not claim everything 
others do.

I’ve been waiting too long for a carers assessment that never comes. I get no help or support despite 
asking.

Lack of support unless l choose to have a social worker which I think is intrusive and made to feel that your 
doing something wrong.

I find the caring role fun and rewarding its dealing with services that is the problem and other parent-carer 
groups like yourselves, the politics, systems and egos are unpleasant.
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Figure 17: To what extent has caring for your child/ children/ adult daughter or son with disabilities or additional needs affected 
your…?

39% 45%
34% 37% 46%

53% 45%
52% 40% 28%

...emotional wellbeing ...mental health ...sleep ...relationships ...physical health

To some extent A great deal

77% 74%

In order to quantify some of the impacts of being a parent carer, respondents were asked the extent 
to which a number of aspects of their health and wellbeing were affected by caring for their child with 
disabilities or additional needs. 

• Around nine in ten respondents told us that caring for their child has affected their emotional 
wellbeing (92%) and/or mental health (90%) to some extent or a great deal.

• Around three quarters told us that being a parent carer had affected their physical health (74%) and 
their relationships (77%). 

• More than half (53%) said that caring for their child had affected their sleep a great deal, with a 
further third (34%) saying their sleep had been affected to some extent.

These stark figures underline the huge impacts of caring for a child of any age with disabilities or additional 
needs and emphasise the importance of policy and service design that incorporates the lived experience of 
parent carers.

Participants were asked about when they last were able to take time off from caring. 

• Almost a quarter of parent carers (23%) have never taken a day or evening off from caring, with a 
further 13 per cent not having done so in the last five years. 

Base: 238 parent carers

92% 90% 86%
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• Half of respondents (49%) have never had a weekend off from caring, with a further 19 per cent 
having not done so in the last five years. 

• Three quarters of parents (73%) have never had a week off from caring, with a further 12 per cent 
not having done so in the last five years. 

• Only just over a third of parents (35%) have had a day or evening off from caring in the last month. 

Parent carers shared their lived experience of taking time off from caring for their children and the barriers 
that many face to doing so:

Can’t spend time doing things I would like to with my husband and other children as my young daughter 
can’t cope with or can’t behave appropriately in a range of social situations. I can’t leave here at friends 
house to play etc as I have to watch her constantly for her own safety.

It’s a full time job with very little or no break. Even when they are not with you - you are on alert anticipating 
a situation they will need support with.

Don’t get any support or respite so my health is really struggling and receiving more and more diagnoses.

We had last weekend off and that is the longest break in more than 2 years.

I have had two evenings alone with husband in two years.

I have never looked for a break or wanted a break. My daughter is my responsibility.

We actually had 2 days away this week for the first time since pre Covid. It was lovely 😊. But we had the
‘payback’ on our return as the children had stayed with Nan and eldest found out exhausting having to 
‘pretend and behave’.

My sons difficulties including his challenging behaviour mean I am not able to find suitable childcare to 
allow me time off from caring for him. My husbands disabilities don’t allow him to care for my son alone. I 
have not had any time off for about 4 years and even then it was about 4 hours.

Being a lone parent carer most of the times means opportunities for time off are limited. I have parents, 
mother in law and my brother and sister in law who help for me to go to work and in the evenings in helping 
feed and put to bed so I feel it unfair to ask them to have the kids for a weekend or longer so I can have a 
break. Other friends and family don’t understand best ways of managing my son’s needs so I don’t bother 
asking them as it’s too anxiety provoking for both me and then unfair on my son.

We have no support with childcare for us as a family to have a break.

I have no respite at all.

Her father has her on the odd Saturday but doesn’t at all understand her.

I’m lucky that I my parents support me and my child so when I need a break I’m fortunate that I can ask 
them, if I didn’t have them I have no other support.
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I’m not sure how I should access support and I’m scared to try to access outside of the family. We have 
limited access to support for childcare within the family due to my child’s needs.

Figure 18: When was the last time you took time off from caring for your child/ children/ adult daughter or son with a disability / 
additional needs?
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Almost three quarters (72%) of parent carers said that Covid has reduced the opportunities for them to take 
time off from caring. Half said the pandemic had reduced these opportunities a great deal and a further 22 
per cent to some extent. Parent carers shared their lived experience of the impacts of the Covid:

Lockdown caused me to have a period of crippling anxiety. Never experienced anything like it. I felt 
hopeless and like I couldn’t keep doing the same things for months more with no contact with wider family 
etc

Lockdown has been horrendous as all my family are in England. I have been working from home and 
my daughter went a whole year with no school provision. I was told I was not entitled to a social worker, 
attempts to get a carers assessment have been denied. I was with my daughter 24/7 with next to no 
support apart from my husband for a whole year, while she was suicidal.

I also have ADHD. I was able to have my own space when children where in school. I have no childcare. So 
because school was closed. The stress, anxiety and frustration I had to go through was horrendous. And 
the fact my family weren’t able to support me was even more upsetting.

We were unable to get respite care for 18 months due to covid. It was very difficult.

The impact of COVID on my caring responsibilities has been marked. Both my husband and I are Key 
workers, we juggled working from home with shifts and homeschool. My parents who would usually help 
with our autistic son needed to shield. Lockdown was hard, however transition back to school following 
lockdown was worse! Full of anxiety as our son wanted to stay at home for homeschool. We are only now 
making progress on his well-being. It has been hard to cope at times.

Base: 238 parent carers
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Having no support at home, due to pandemic it’s made my anxiety worse and I can’t go out alone with my 
daughter due to possible meltdowns. She needs 2-1

During COVID neither his Social Worker or Support Worker were able to visit him which meant that I had to 
take out of work to make sure that he was eating and cleaning each week.

I feel abandoned by social services due to them withdrawing services because of covid. The pandemic is 
over but provision of pre-pandemic services as per care plan has not been restored

The strain of providing a safe working environment for our staff, and protect our family over the past year 
has led to me having a total breakdown recently.

While there extent to which parents feel they are coping does not increase in a linear way depending on 
the amount and recency of time off from caring, our analysis found that those who took a day or evening off 
from caring for their child in the last year were more likely to say they are coping or coping well than those 
who have not been able to take a day or evening off in at least five years (68% vs. 59%). 

Supporting parent carers to take time off from caring is therefore a key priority. However, as the lived 
experience of parent carers shared above demonstrates, there are often substantial barriers to parents 
taking time off from caring for their child with disabilities/additional needs and accessing traditional respite 
services is not always feasible. SPCF will therefore continue to work to develop innovative ways to ease the 
daily burdens faced by parent carers such as our current Giving You Time Back programme.

In order to build a quantitative understanding of parent carers’ overall perceptions of their wellbeing, we 
asked respondents how well they feel they are coping at the moment. Just under two thirds of parent carers 
(65%) said they are coping (53%)  or coping well (12%). A third (33%) said they are struggling to cope 
(29%) or not coping at all (4%). 

Figure 19: Overall, how well do you feel you are coping at the moment?

I am coping
53%

I am coping well
12%

I am not coping at all
4%

I am struggling to cope
29%

Prefer not to answer
2%

It is important to note that these figures represent a snapshot of parent carers’ wellbeing at the time they 
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completed our survey, and that the extent to which parents feel they are coping will reflect specific factors 
currently affecting them and their children as well as their longer-term circumstances. An assessment of the 
circumstances and characteristics of the parent carers who told us they are coping compared to those who 
told us they are not highlights a range of interesting findings. Some factors that may be assumed to shape 
the extent to which parent carers feel like they are coping do not appear to be so among the parent carers 
who completed the survey:

• There does not appear to be a correlation between the age of the child or the parent carer’s own 
age and the extent to which they feel they are coping.

• The extent to which parents feel they are coping does not seem to be linked to the extent or nature 
of their child’s needs.

• There does not seem to be a correlation between parent carers’ work status and the extent to which 
they feel they are coping.

However, some contextual factors do seem to shape parent carers sense of whether they are coping, with 
those who have a disability or long-term illness, those who spend more 30 hours per week or more giving 
help or support to anyone other than their child and those who are single parents all more likely to say they 
are struggling to cope or not coping at all.

Table 6:  % struggling to cope or not coping all across different groups of parent carers

All parent carers 33%

Those who spend 30 hours per week or more giving 
help or support to anyone other than their child

41%

Single parents 43%

Those who have a disability or long-term illness 51%

As discussed above, while there extent to which parents feel they are coping does not increase in a linear 
way depending on the amount and recency of time off we did find that those who took a day or evening off 
from caring for their child in the last year were more likely to say they are coping or coping well than those 
who have not been able to take a day or evening off in at least five years (68% vs. 59%). 

While parent carers who say they are currently coping or coping well are not uniformly more positive about 
their and their children’s experiences of using services in Swansea, we have identified some key measures 
about which those who feel they are coping are substantially more favourable.

• Almost all parent carers who said their child was very well-supported through their last transition 
said they are coping or coping well. 

• Those who are coping well are twice as likely to agree that Swansea is a place where their child 
with a disability/ additional needs is treated fairly and inclusively than those who are struggling to 
cope or not coping at all (34% vs. 15%).

• Those who are coping are substantially more likely to agree that services meet the needs of their 
children than those who are not. More than a third (35%) of those who are coping well agree that 
services meet their children’s needs, compared to 15 per cent of those who are struggling to cope 
and none of those who say they are not coping at all. 
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Figure 20: As a parent carer in Swansea, to what extent do you agree that ‘services meet the needs of my child/ children/ adult 
daughter or son’?
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These findings do not prove a causal relationship in either direction between parent carers feeling that 
they’re coping and having more positive experiences as service users. However, the apparent correlation 
between these factors suggests that positive experiences such as feeling a child is well-supported 
through a transition, that services meet their needs and ultimately that they are being treated fairly and 
inclusively may be important to parent carers’ sense that they are coping or coping well. This underlines 
the importance of Swansea PCF’s mission to work with strategic partners to develop services that meet the 
diversity of needs of disabled children, young people, adults and their families across Swansea.
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8. Swansea Parent Carer Forum

As well as providing important insights about parent carers’ views and experiences, our annual survey 
gives our members the opportunity to tell us how well they feel we are listening to and representing them 
and guide us about their key priorities for the coming year. We are delighted that this inaugural survey 
found one in five parent carers (21%) strongly agreeing that SPCF listens to and represents them and 
their family’s experiences and needs, with more than a quarter (27%) more tending to agree. More than 
four in ten (44%) neither agree nor disagree or are not sure, which is to be expected given that SPCF is 
a relatively new organisation. As levels of awareness about  SPCF increase, we hope the proportion of 
parents agreeing with this statement will steadily rise.

Figure 21: As a parent carer in Swansea, to what extent do you agree that ‘Swansea Parent Carer Forum listens to and represents 
the experiences and needs of me and my family.’

Strongly agree
21%

Tend to agree
27%Neither agree nor 

disagree
19%

Tend to disagree
5%

Strongly disagree
3%

Not sure
25%

Your wellbeing  50%

Supporting adult children through different life stages  43%

Accessing benefits 37%

Understanding the new Additional Learning Needs and Education Tribunal (Wales) Act 
2018

35%

Managing the needs of siblings 34%

Supporting children through puberty 29%
Managing sleep 29%
Wills and Trusts 24%
Adult Advocacy 20%

Base: 238 parent carers
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Lasting Power of Attorney and the Court of Protection 21%
Handling meetings 18%
Mental Capacity Act 16%

Table 7: % parent carers interested in hearing and learning more about each topic

In order to guide our programme planning, we asked respondents what issues affecting parent carers 
and their children they would like to hear and learn more about in the coming months. Parents’ responses 
indicated a clear set of topics about which they would like to hear and learn more, which we are using to 
inform our work over the coming year.  
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9. Conclusions and next steps
Developing SPCF as the voice of parent carers in Swansea
The Big SPCF Survey findings show that we are already connecting with a wide range of parent carers 
in Swansea who reflect a broad variety of demographic characteristics and care for children and adults 
with an enormous range of disabilities and additional needs. Our analysis of patterns of participation in the 
survey also highlights groups we would particularly like to do more to connect with to ensure that SPCF’s 
voice reflects the full diversity of lived experience among parent carers in Swansea.

• We will focus in particular on reaching parent carers whose voices are seldom heard, including 
those from Black, Asian and other minority ethnic backgrounds and those who are the most 
economically or socially vulnerable. 

• We will aim to reflect the voices of parent carers of all ages, including those under 25 and older 
parent carers with adult children with a disability or additional needs.

• We will continue to seek to engage with more fathers and other males who undertake parent carer 
roles. 

• We will explore ways to reach parent carers in a wide range of circumstances including those whose 
children do not live with them all of the time and those caring for children with life-limiting conditions 
who may face substantial barriers to engaging with organisations such as SPCF.

The contextual information that parent carers shared about their and their children’s lives enables SPCF’s 
voice to be informed by a current and comprehensive understanding of the circumstances of parent carers 
in Swansea. Examples of the survey findings that will help us better represent the voices of parent carers 
across Swansea are:

• the range of disabilities and additional needs that the children and adults of parent carers have and 
the impacts of these on families’ day-to-day lives;

• that a third of parent carers have a disability or illness themselves;

• that parent carers are more likely to be single parents, foster, kinship and adoptive parents;

• the variety and extent of pressures created by having to balance work and caring responsibilities;

• the financial vulnerability of many parent carers who face substantial barriers to work 

• that half of Swansea parent carers are providing care to at least one other person other than their 
child.

The results of the Big SPCF Survey are also enabling us to tailor SPCF’s information provision and events 
programme to meet the needs of our community of parent carers. For example, we are using information 
survey respondents shared about their working patterns to help plan an events programme that is 
accessible to as many members of our community as possible. The topics about which parent carers told 
us they would like to hear and learn more are those we are prioritising in our programme planning over the 
course of this year.  

This inaugural survey found that many parent carers in Swansea already have positive perceptions about 
how well SPCF listens to and represents their families’ experiences and needs. We are excited to build on 
this firm foundation so that as levels of awareness about SPCF increase, the proportion of parents agreeing 
with this statement will steadily rise.
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Actions for SPCF and our partners 
The findings of the Big SPCF Survey strongly underline the importance of SPCF’s mission to make Swan-
sea a place where professionals and citizens are equal partners and share power to design, plan, assess 
and deliver support together to meet the needs of disabled children of all ages and their families.

We are galvanised to work with partners across the Swansea to achieve these aims by evidence from the 
survey that the overwhelming majority of parent carers do not currently feel that Swansea is a place where:

• their child with a disability or additional needs is treated fairly;

• services meet the needs of their child, them as parent carers or of their family as a whole;

• the voices of children with additional needs of all ages and their families are valued by service pro-
viders;

• and that they are truly involved in planning and designing services in Swansea

While the survey’s findings do not prove a causal relationship between parent carers feeling that they’re 
coping and having more positive experiences as service users, the apparent correlation between these two 
factors suggests that positive experiences such as feeling a child is well-supported through a transition, 
that services meet their needs and ultimately that they are being treated fairly and inclusively may well be 
important to parent carers sense that are coping or coping well. SPCF will therefore work with our partners 
to shape strategic responses to the systemic issues that this survey highlights currently affect the wellbeing 
of parent carers and their children, including:

• how to improve children and adults’ experiences of transitions between settings as they move 
through each stage of the system;

• how to raise awareness among parent carers of their entitlement to a Carers’ Need Assessment and 
the increased role that could be play by education settings and primary care providers in doing this; 

• how to build on the success of SPCF’s Giving You Time Back programme to continue to develop 
innovative ways to ease the daily burdens of parent carers who often face substantial barriers to 
taking time off from caring for their child with disabilities/additional needs and accessing traditional 
respite services 

This first Big SPCF Survey provides indicative data about the settings and services being used by children 
of parent carers but was not designed to explore respondents’ experiences of these in depth. SPCF is plan-
ning to conduct deep-dive research to explore our community’s experiences and views in relation to Social 
Services, CAMHS and Adult Mental Health Services and the introduction of the Additional Learning Needs 
and Education Tribunal (Wales) Act 2018.

This data from our inaugural Big SPCF Survey will be the baseline against which we measure the progress 
that SPCF and our strategic partners make in achieving positive change for children with disabilities of all 
ages and their families across Swansea.
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If you have experiences that you want to share with us then please let us know at info@swanseapcf.org 
 
To receive regular information about our work, sign up to our mailing list:

  Sign Up

Join our private Facebook Group here:  

  Facebook Group

Follow us on social media:

@swanseapcforg

Facebook
Twitter
Instagram
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