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Abstract
Introduction Caring for a child with obsessive-compulsive disorder (OCD) can be extremely difficult, yet evidence-
based support strategies for parents/carers are limited. A detailed understanding of parent support needs is an 
important first step in intervention development and qualitative research with this focus is currently lacking. In this 
study, the viewpoints of parents and professionals were used to understand support needs and preferences when 
caring for a child with OCD. This qualitative descriptive study formed part of a wider UK-based project aimed at 
developing better support for parents of children with OCD.

Method Individual semi-structured interviews (and an optional one-week journal) with a purposive sample of 
parents of children and young people (CYP) with OCD, aged 8–18, and focus groups (or individual interviews where 
preferred) with a purposive sample of professionals supporting CYP with OCD. Data comprised transcripts of audio-
recorded interviews and focus groups, and text from journals. Analysis was informed by the Framework approach 
involving inductive and deductive coding, supported by NVivo 12.0 software. Co-production methods were adopted 
throughout the research process, including the involvement of a parent co-researcher and charity collaborators.

Results Interviews were undertaken with 20 parents, of which 16 completed a journal. Twenty-five professionals 
took part in a focus group or interview. Five key themes relating to parent support challenges and support needs/
preferences were identified (1) Coping with the impact of OCD; (2) Getting help for my child; (3) Understanding 
parents’ role; (4) Making sense of OCD; (5) Joined-up care.

Conclusion Parents caring for children with OCD have clear caregiver support needs which are currently not being 
met. Through triangulation of parent and professional accounts, this study has identified parent support challenges 
(e.g., emotional impact of OCD, visibility of caring role, misunderstanding about OCD) and support needs/ preferences 
(e.g., headspace/respite, compassion/sensitivity, guidance on accommodation) to lay the vital foundations for 
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Background
Parental responsibility for a child or young person can 
be an enjoyable and demanding undertaking [1] that can 
carry additional challenges when a child develops a men-
tal health difficulty [2, 3]. Without adequate support, this 
role can have a negative personal, social, and economic 
impact on individuals providing care [4]. Consequently, 
a growing body of research has examined the impact 
of caring for a relative with mental health problems [3, 
5–8]. In recent decades, the detrimental impact of caring 
for a relative with obsessive-compulsive disorder (OCD) 
has become increasingly recognised [9–17]. As OCD 
frequently has a paediatric onset, its impact particularly 
affect carers with parental responsibility [18].

Described as a ‘devastating illness’ that leaves no fam-
ily member untouched [19], the lives of relatives caring 
for an individual with OCD are often significantly dis-
rupted [10]. This disruption has been shown to negatively 
affect carers’ social, working and family lives, as well as 
their psychological well-being, and quality of life [16, 17, 
19, 20]. Carers of people with OCD have also been dis-
tinguished from other family carers supporting someone 
with mental health difficulties owing to how the symp-
toms can infiltrate and disrupt all aspects of family life 
[10, 21, 22]. In particular, ‘family accommodation’ is a 
prevalent feature within families supporting a person 
with OCD [23], a phenomenon whereby relatives are 
drawn into supporting the person with OCD with their 
compulsive rituals, for example, by providing reassur-
ance, modifying daily routines, or helping relatives evade 
anxiety-provoking situations [14, 21]. Due to children’s 
natural reliance on their parents for support and reas-
surance, combined with a parent’s inherent motivation 
to prevent their child from experiencing distress, parents 
are viewed as being particularly at risk of accommodat-
ing a child’s OCD symptoms [24–27]. Family accommo-
dation [23] is highly prevalent in paediatric OCD and is 
associated with psychological distress, negative affect, 
and depression [23, 28–30].

Despite the growing evidence of high levels of burden 
and distress experienced by parents of children with 
OCD [24, 31, 32] little attention has been paid to devel-
oping evidence-based interventions to support them. 
This is surprising given the increasing recognition of 
caregiver burden in the wider health and social care liter-
ature [3, 33, 34] and the impetus to support informal car-
ers now highlighted within policy and practice guidelines 
[35–39]. Only a few published studies have evaluated 

interventions for parents of children with OCD [40–42]. 
While these studies report some promising results, these 
interventions comprise initial examinations including a 
preliminary evaluation [41], a feasibility study [42] and a 
quantitative descriptive study involving 26 parents [40]. 
One intervention consisted of a one-hour educational 
webinar about OCD [40] and two interventions involved 
adaptation of existing therapies including mindfulness-
based skills training and Quality of Life therapy [41, 
42]. Hence there remains a pressing need to establish 
evidence-based interventions underpinned by detailed 
intervention development work which is specific to this 
group of carers.

A detailed understanding of the problem and mech-
anisms of change which the intervention should 
target is an important component of intervention devel-
opment [43, 44]. Much existing research uses quantita-
tive approaches with a focus on measuring the level of 
burden or impact on quality of life reported by caregiv-
ers of relatives with OCD [10, 13, 14, 16] or factors asso-
ciated with burden or quality of life such as child OCD 
symptom severity or family accommodation [17, 24, 45]. 
In addition, many of these studies involve mixed samples 
of carers, including spouses, adult children, or parents of 
adult children. Qualitative research with a specific focus 
on carers with parental responsibility for a child with 
OCD is limited and has focused on experiences of caring 
[26, 46], rather than support needs or preferences.

Lazarus and Folkman’s stress-coping model [47, 48] 
was used as a theoretical model in a quantitative study 
aimed at understanding family caregiving for adult rela-
tives with OCD in relation to coping strategies [12]. Find-
ings showed that the greater the coping level of family 
carers, the lesser the social, family, psychological, and 
spouse relationship burden [12]. While this study pro-
vides promise that through increasing parental coping 
strategies, it may be possible to reduce parent burden 
and distress, in-depth development work which specifi-
cally focuses on parents of children with OCD (not adults 
with OCD or mixed relatives) is needed to enhance the 
development of effective support interventions in this 
area [49].

Given that no previous study to our knowledge has 
explored parents’, needs and preferences in OCD, quali-
tative research is particularly appropriate given its 
strengths in exploring new topics or ideas [50, 51]. Fur-
thermore, multi-perspective interviews and triangulation 
of accounts have the potential to capture a more nuanced 

the development of effective parent support interventions. There is now an urgent need to develop and test an 
intervention to support parents in their caregiving role, with the aim of preventing and/or reducing their levels of 
burden and distress and ultimately, improving their quality of life.
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and comprehensive understanding of a phenomenon 
than can be achieved through a single-perspective 
approach [52, 53]. This paper will provide a holistic view 
of parents’ support needs and preferences through the 
triangulation of viewpoints of parents of children with 
OCD and professionals working with children with OCD.

We have used the term parent to refer to any adult with 
parental responsibility for a child or young person (under 
18).

Method
Design
This qualitative descriptive study [54, 55] was a sub-study 
within a wider UK-based project entitled Children with 
OCD: Identifying Acceptable Support Strategies for 
Parents (CO-ASSIST), which sought to lay the founda-
tions for a support intervention for parents of children 
with OCD (ISRCTN number:13235264). Specifically, 
the needs and preferences identified during this qualita-
tive study will be used to inform later stages of the pro-
gramme where: (i) feasible and acceptable strategies 
and resources to address parental/carer needs will be 
agreed with parents and professionals and (ii) the opti-
mal components and content of our intervention will 
be identified, together with its underpinning theory of 
change (this work will be reported elsewhere). A quali-
tative descriptive design, was selected due its appropri-
acy in informing health related studies where “a straight 
description of a phenomenon is desired or information is 
sought to develop and refine questionnaires or interven-
tion”[54] (p.2). Our study was located within a interpre-
tivist frame, which emphasises the importance of gaining 
an understanding of a phenomenon through people’s 
interpretations (56, 57). From this perspective, we took 
into account individual constructions of reality [56].

Parents were invited to participate in semi-structured 
interviews to explore individual perspectives. They were 
also given the option of completing a secure electronic 
journal for seven days leading up to their interview, 
providing the opportunity to record ‘in the moment’ 
data, capturing day-to-day challenges and needs. Focus 
groups (or one-to-one interviews if preferred) were used 
to explore professionals’ perspectives on parents’ sup-
port needs and preferences. As the study was undertaken 
during the COVID-19 pandemic, to mitigate risk, a fully 
remote design was employed using video conferencing 
software (Zoom/Teams) and telephone. The study was 
conducted in the UK and was given ethical approval by 
the West of Scotland Research Ethics Committee (Ref:20/
WS/0131).

Co-production research methods
Co-production research methods [58–60) were integral 
to the study design and included working in partnership 

with a parent co-researcher (DR) and service-user-led 
charity representatives (AF, NL, ZW) throughout the 
research process. DR received training in qualitative 
research methods and governance, co-facilitated profes-
sional focus groups and took a lead role in the analysis 
and write-up. In addition, the design of the qualitative 
study was developed through early consultations with 
parents with experience of caring for a child with OCD 
(including DR). These early consultations led to the 
design of an optional parent journal which provided a 
means of capturing day-to-day challenges and experi-
ences in advance of the interview, adding further depth 
and richness to the data, and helping parents feel pre-
pared for the interview.

Sampling and recruitment
As the aim of the wider programme was to inform the 
development of a support intervention to be evalu-
ated in the United Kingdom, research sites across the 
UK were eligible. Research sites were identified with 
the support of research collaborators and the National 
Institute for Health and Care Research (NIHR) Clinical 
Research Network (CRN). A range of third sector organ-
isations, including national OCD and anxiety charities, 
were instrumental in providing recruitment pathways 
via social media and support channels. Recruitment was 
conducted between October 2020 and May 2021.

Purposive sampling was used to promote variability in 
terms of gender, ethnicity, age and stage in the care path-
way of the child within the parent sample and discipline 
& sector for the professional sample. In addition, for par-
enting couples recruited via NHS sites, individual invita-
tions were sent to each parent separately, to promote the 
engagement of fathers - a seldom heard group of carers 
[61, 62].  Potential participants could opt into the study 
by responding to study adverts posted via social media 
channels and, at later stages (once Covid-19 restrictions 
permitted), displayed in NHS clinics. Alternatively, par-
ents could be approached by their child’s direct care 
team - via personalised letter/email, in-person, or by 
telephone/video - and professionals by collaborators at 
participating research sites. Parents received a recruit-
ment pack and were compensated for their time through 
receipt of a £25 high street gift voucher.

Data saturation is a widely accepted principle in quali-
tative research used to indicate when data collection 
should be stopped which should be operationalised in 
a way that is consistent with the research question and 
approach used [63, 64]. We viewed saturation as an on-
going cumulative judgement amongst the research team 
regarding the depth of understanding achieved in rela-
tion to the developing coding framework rather than a 
fixed point. [64]. Consensus was reached amongst the 
research team that sufficient data had been collected to 
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address the research question and that no new informa-
tion was arising from the data (parent interviews n = 17; 
professional focus groups n = 4). Three further parent 
interviews and one focus group were undertaken to con-
firm that sufficient saturation had been achieved, result-
ing in a total of 20 parent interviews, 5 professional focus 
groups and 4 individual professional interviews.

Data collection
Separate topic guides for parents and professionals were 
developed by the research team (including experts in 
OCD, a clinician with expertise in OCD, three OCD/anx-
iety charity representatives, and a parent co-researcher), 
based on the aims of the research (Additional file 1). 
Topic guides included a list of key areas designed to 
explore participants’ perspectives on parent support 
needs, however a semi-structured approach allowed the 
researcher to probe further as new topics and ideas arose. 
Interviews were conducted by ES, and focus groups were 
led by three authors (ES, DR & RP). Data was collected by 
researchers who had no prior relationship with partici-
pants. Verbal recorded informed consent was obtained 
from parents, and electronic informed consent was 
obtained from professional participants.

Participants
A total of 20 parents and 25 professionals (see Table  1 
for sample characteristics) were recruited from a range 
of sites in England including: NHS Trusts in England, 
(based in the North and South-West), four third sector 
sites (including two national OCD-specific, one national 
anxiety-specific and one young person’s mental health 
charity), a multi-agency educational Trust, and social 
media channels (e.g., online parent support groups, Twit-
ter account, institutional announcements page).

Twenty parents took part in an individual interview (11 
telephone, 9 video), whose families were at various stages 
of the care pathway. Sixteen completed an online journal. 
All parents described themselves as female mothers, 19 
as White British and one as White American. Twenty-
one professionals participated in one of five focus 
groups, and 4 professionals participated in an individual 
interview.

Data analysis
Conversations were digitally recorded, transcribed verba-
tim, checked for accuracy, and anonymised. The content 
of the electronic journals was anonymised and placed at 
the start of the interview transcripts so that each partici-
pant’s transcript and journal (where available) could be 
analysed in parallel. Data analysis was aided by the soft-
ware NVivo 12.0. Transcripts of interviews/focus groups 
and the content of journals were analysed using the prin-
ciples of Framework approach (see Additional file 2) (57). 
The Framework approach is a flexible thematic approach 
to analysis which permits both deductive and inductive 
coding and has been identified as particularly valuable 
when working with patient and public representatives 
(providing an experienced qualitative researcher is part 
of the team) [65]. Due to the lack of previous work in this 
area, we relied heavily on inductive coding. Owing to 
our applied health research focus to inform intervention 
development, deductive coding helped maintain align-
ment with our research question [66].The theoretical lit-
erature on carer burden and stress-coping models were 
also used as sensitising constructs during coding.

ES and DR led the data analysis, beginning with inde-
pendent coding of a subset of the data (including eleven 
parent interviews combined with parent journals and 
three professional focus groups). Coded data were sys-
tematically compared to identify and affirm patterns 
within the data and inform the initial framework’s devel-
opment. Convergence of codes across parent and pro-
fessional data led to the identification of an inclusive 
framework (following several iterations of framework 
development), capturing both datasets. ES applied the 
final framework to the remaining transcripts and charted 
the data to inform interpretation. The final stage of the 
analysis involved drafting a manuscript which detailed 

Table 1 Sample characteristics (Parental carer and professional 
participants)
Demographic Category N (%)
Parents (N = 20)
Gender Female 20 (100)

Ethnicity White 20 (100)

Age range, years (mean = 47.3) 31–40 2 (10)

41–50 13 (65)

51–60 5 (25)

Age of child (mean = 13.8) 8–11 3 (14)

12–15 14 (67)

16–18 4 (19)

Child gender Male 12 (57)

Female 9 (43)

Child treatment status Currently receiving 
treatment

12 (57)

On waiting list 5 (24)

Not receiving treatment 4 (19)

Professionals (N = 25)
Gender Female 20(80)

Male 5 (20)

Profession CBT therapists 11 (44)

Clinical Psychologist 3 (12)

Consultant Child & Ado-
lescent Psychiatrist

3 (12)

Mental Health Practitioner 3 (12)

Mental Health Nurse 2 (8)

Other professional 3 (12)
Note: One mother had two children experiencing symptoms of OCD
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the identified themes and sub-themes, supported by 
quotes from the data (selected by ES and DR) to illustrate 
interpretation.

Trustworthiness
To ensure trustworthiness of our findings we held regu-
lar research team meetings throughout the analytical 
process to cross-check, discuss and refine the analyti-
cal codes and thematic framework. The research team 
included clinicians, charity representatives, a parent co-
researcher, and researchers. Sections of data relating to 
each theme were shared at team meetings to ensure an 
agreed interpretation and labelling of codes. Iterations of 
the developing thematic framework were also shared and 
refined during team meetings. In addition, we discussed 
the study process and interim findings with research col-
leagues outside of the research team.

From an interpretive position, we viewed the 
researcher as contributing to both the interpretation and 
construction of knowledge, therefore, to ensure trustwor-
thiness we maintained a process of reflexivity or critical 
engagement throughout the research process. Reflex-
ive notes were kept regarding the setting and the inter-
view process, and the research team remained critically 
aware of personal values, preconceptions, and socially 
derived frames of reference [50]. Throughout the analyti-
cal process our parent co-researcher (DR) received train-
ing in qualitative research and was supported to engage 
in a process of reflexivity. Diverse roles and experiences 
within our multidisciplinary team (including a parent co-
researcher, charity partners, OCD researchers and clini-
cians), were viewed as an important methodological tool 
to ensure that our interpretation was grounded in par-
ents’ perspectives, while ensuring interpretations stayed 
close to the data. Triangulation of both data and data col-
lection methods (i.e., interviews, focus groups and jour-
nals) across both parents and professionals’ perspectives, 
enriched the quality and trustworthiness of our findings.

Results
Our analysis identified five key themes related to sup-
port challenges or support needs/preference. Each theme 
incorporated a related set of 3–4 sub-themes (a total of 
18 sub-themes). These sub-themes could be identified 
as support challenges or support needs/ preferences 
provided, providing a more nuanced account of the five 
higher-order themes (Table 2).

The identifier ‘Parent’, followed by an ID number 
including details of gender, age range, source of the data 
(journal or interview) has been assigned to all parents’ 
quotes. The identifier ‘Professional’ followed by an ID 
number, including gender and sources of data- Focus 
Group Discussion (FGD) or interview has been assigned 
to all professional quotes.

Coping with the impact of OCD
Support challenge: the overwhelming nature of OCD
Parents described experiencing a range of emotions as 
they dealt with the overwhelming demands of support-
ing a child with OCD. Witnessing the negative impact 
of OCD on family life resulted in parents feeling guilt, 
blame, sadness, and exhaustion:

“Feeling of exhaustion, anger, sad, guilty, and tired. 
Just sick of OCD ruling our lives.” (Parent 6: Journal 
entry, female age 50–54).

Caring responsibilities such as liaising with school and 
health services were compounded by extra undertakings 
controlled by their child’s symptoms of OCD, including 
extra shopping, cleaning, washing, purchasing special 
food or household items, disturbed sleep resulting in an 
immense disruption to family life:

“…It has taken over our entire life and everyone’s life 
in the house and affected everything.” (Parent 16: 
interview, female, age 45–49).

Table 2 Thematic framework illustrating parent support challenges and support needs/preferences
Theme Sub-theme

Support challenges Support needs/preferences
Coping with the impact of OCD Overwhelming nature of OCD Headspace (respite)

Compassion & sensitivity

Sharing experiences

Getting help for my child A battle to access OCD treatment Being heard by professionals

Firming up the OCD pathway

Understanding parents’ role Uncertainty & confusion about accommodation Guidance on accommodation

Visibility of caring role Treatment expectations

Making sense of OCD Confusing nature of OCD Parent-focused information

OCD and other conditions

Joined-up care Misunderstandings about OCD A united approach

Lack of shared understanding in the family

Lack of coordination & unity across & within services
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Support need/preference: headspace (respite)
Both parents and professionals recognised the need for 
parents to receive ‘headspace’ or respite from their car-
ing role, a responsibility conveyed as relentless and 
all-consuming:

“It’s that relentless 24/7 pressure, I think, that is 
what we’re seeing, isn’t it? Why they’re struggling so 
much, it’s just that lack of having any break.” (Profes-
sional 10, FGD 3, Female).

Parents who had coped for extended periods without 
a break seemed unclear about what would help. Others 
were unclear about how to create this space for them-
selves due to the unrelenting demands of caring for a 
child with OCD.

Support/need preference: compassion & sensitivity
Both professionals and parents recognised compassion, 
understanding and sensitivity regarding what families 
had to deal with as supportive and encouraging for par-
ents. Conversely, a lack of kindness or empathy could 
leave parents feeling alone, unsupported, and unvalued. 
The following parent spoke of the positive difference 
compassion and sensitivity made when it was eventually 
encountered:

“The first person who was helpful and showed com-
passion. She admitted she didn’t know anything 
about OCD and spent a lot of time on the phone 
letting me explain. Felt supported and that she 
was genuinely interested.” (Parent 1: journal entry, 
female, age 45–49).

Parents also valued sensitivity and understanding from 
professionals when discussing their role in managing 
their child’s symptoms to help counter feelings of blame 
or guilt. Professionals also discussed the need to help 
families attribute the symptoms of OCD to an external 
source (e.g., conceptualising OCD as a ‘bully’) to help 
alleviate any feelings of blame or guilt a parent may be 
experiencing.

Support/need preference: sharing experiences
To counter what was often conveyed as an isolating and 
frightening journey for parents, the value of parents hav-
ing the opportunity to talk to people who understand 
such as other people who had gone through similar expe-
riences or ‘non-judgemental’ professionals who had time 
to listen, was emphasised within both parent and profes-
sional accounts.

“I would like to speak to other people who experi-
ence it, the same, or similar sort of things as [name 

of son]. Because I think, as a parent, it is quite fright-
ening, yeah, it is very frightening…” (Parent 5: inter-
view, female, age 45–49).

Some parents and professionals indicated a preference 
for in-person parent support groups with a potential for 
these being specifically aimed at parents of children with 
OCD. Nonetheless, potential difficulties were identi-
fied such as limited resources, and a need for flexibility 
(owing to carer and parental responsibilities).

Getting help for my child
Support challenge: a battle to access OCD treatment
Parents and professional accounts indicated that a par-
ent’s overwhelming priority was to get the right help for 
their child, which parents frequently depicted as a battle 
involving pushing, fighting and which required extensive 
energy, resources, and determination:

“…if you are proactive and you push and fight and 
fight and fight, you will finally start to get some 
help, and that is the problem” (Parent 9: interview, 
female, age 40–44).

Both parents and professional indicated that parents 
often neglected their own needs in their commitment 
and dedication to getting help for their child. Establish-
ing a diagnosis of OCD was often conveyed by both 
parents and professionals as a lengthy process which 
could be complicated by misdiagnosis, lack of special-
ist assessment, the presence of co-existing conditions or 
long waiting lists. Parents described feeling desperate 
and uncertain, often having to access alternative services 
during this period, including emergency mental health 
services, Accident and Emergency, private therapists and 
GPs. Long waiting lists and a lack of parity between how 
physical and mental health conditions were resourced 
resulted in frustration for parents and professionals:

“…if they had diabetes or something like that. You 
wouldn’t say, oh, we’ll wait until you have a dia-
betic crisis before we start really getting involved and 
stuck in here; we’ll do it right at the very front end.” 
(Professional 17, FGD 5, male).

When families finally managed to access the correct 
treatment, the relief brought by improvement in their 
child’s condition could be dampened by the regret of lost 
years living with the debilitating impact of OCD whilst 
waiting for treatment.

Support need/preference: being heard by professionals
Having their concerns heard and taken seriously was 
a key priority for parents, yet many felt they were not 
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listened to as they tried to seek professional help for their 
child:

“I just felt like I was banging my head on a brick 
wall, and nobody was really listening, and as his 
mum, I knew what was happening to him, but I was 
powerless to help him” (Parent 17: interview, female, 
age 40–44).

Descriptions of waiting until a crisis point to be heard or 
noticed were evident in parent and professional accounts.

Support need/preference: firming up the OCD pathway
Professionals and parents highlighted a need to 
strengthen or ‘firm up’ the OCD pathway to provide 
timely access to evidence-based treatment and to avoid 
families going down the wrong route:

“I think there needs to be actual evidence-based 
treatment and interventions. Not someone having a 
nice chat, person-centred counselling does not touch 
OCD. We need to stop sending children with OCD 
who don’t meet CAMHS thresholds to another ser-
vice for person-centred help, which is not the right 
treatment.” (Professional 6: interview, female).

While the ideal situation was viewed as timely evidence-
based treatment for OCD, there was widespread recogni-
tion of the need to have access to appropriate resources 
whilst on a waiting list, with the caveat that these 
resources must not become an alternative but rather 
complementary to the service.

Understanding parents’ role
Support challenge: visibility of caring role
Findings illustrated how parents struggled to balance 
multiple roles, including parent, carer, and co-therapist, 
whilst maintaining employment and wider family rela-
tionships. Yet there was little recognition and support 
for what seemed to be their most challenging role, caring 
for their child with OCD. This pervading theme was cap-
tured effectively by the quote from a professional below:

“…I don’t think that societally we’ve got a system 
which recognises parents, that if it were an adult 
with that level of need that there would be benefits, 
there would be things; but I think that when it’s a 
child, the expectation is you [parents] just crack on 
and look after them and get on with it.” (Professional 
9: FGD 3, male).

The space to consider parent needs through taking part 
in this study provided validation and was appreciated 
by individuals within this caring role. The gap in parent 

focused support was widely acknowledged. However, 
professional role boundaries meant there was limited 
space, resources or expertise within child treatment pro-
tocols to consider parents’ support needs in their own 
right. Furthermore, signposting to outside resources was 
variable.

Support challenge: uncertainty & confusion around 
accommodation
Parents were frequently unaware they had been accom-
modating and regretted not being provided with advice 
or guidance earlier to prevent the symptoms of OCD 
from becoming entangled within family life. An individ-
ual’s discovery that what they perceived as doing the best 
for their child may have been making their child’s symp-
toms worse was distressing, and some parents described 
feeling as though they had been reprimanded or blamed 
by the professional:

“At times, I’ve felt like I’ve been, had my wrists 
slapped for accommodating things, which hasn’t felt 
very nice. I guess, you know, any personal criticism 
about the way you think that you’re supporting your 
child to the best and then to find out that actually 
you’ve possibly been fuelling the problem was quite 
a distressing moment.” (Parent 4: interview, female, 
age 45–49).

Parent accounts suggested that defining the boundaries 
between caring and accommodating was challenging. 
This was particularly exaggerated with the co-occurrence 
of other conditions, where differentiation between condi-
tions could be problematic and approaches to treatment 
less clear.

Support/need preference: guidance on accommodation
Parents and professionals discussed the difficult, emo-
tionally taxing task faced by parents when trying to 
withdraw accommodation during treatment. Despite rec-
ognising parents’ struggles, professionals felt limited in 
their capacity to support parents and emphasised a need 
for more resources to support and guide parents during 
this challenging process:

“As a clinician, you feel bad, don’t you, trying to con-
vince them [parents] not to do those things. It would 
really enhance that experience if it felt that it was 
supported by wider voices.” (Professional 10: FGD 3, 
female).

Support need/preference: treatment expectations
Parents described how at times, they had felt despairing 
about their child’s condition and emphasised the need for 
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parents to be informed that OCD is a treatable condition 
as early in the journey as possible:

“…if someone could say it’s not the end of the world 
and there is help out there because, at the time when 
it all got very serious, it just feels like the end of the 
world, your child is never going to overcome it, never 
get better.” (Parent 17: interview, female, age 40–44)

Professionals acknowledged that parents’ key concerns 
were around their child’s recovery and uncertain future 
and that hope was an important message to counter this 
distress.

An honest and open dialogue about treatment expec-
tations was viewed as essential to foster parents’ under-
standing and conviction in the treatment process, which 
was portrayed as a hard journey that required extensive 
work and commitment:

“I guess the message is that a lot of people with OCD 
do get better, but it takes a while, and it will require 
quite a lot of effort. So, it’s not taking away the hope, 
but then I guess it’s being realistic...” (Professional 9: 
FGD,3 male)

Making sense of OCD
Support challenge: confusing nature of OCD
OCD was viewed by parents as a tricky condition to 
understand due to its shifting presentations and how 
it could unwittingly or explicitly cajole, coerce, or bully 
family members’ involvement. Professionals also rec-
ognised the difficulties faced by parents when trying to 
understand OCD:

“I think you have to understand about it because 
it is so sophisticated in its kind of bullying, and it’s 
so complex. And I don’t think your average person 
really understands that something could take your 
values and then turn them on its head and that your 
brain would do that to you.” (Parent 5: interview, 
female, age 45–49)

Presentations of OCD, which did not often map onto 
stereotypes of the condition (including thoughts around 
harm or sexually intrusive thoughts or where their child’s 
ritual involved seeking reassurance), left some parents 
feeling distressed and confused about what was wrong 
with their child:

“.when young people present with those thoughts 
around harm and sexually intrusive thoughts, you 
know, if families are maybe not realising that that 
is OCD, then that can cause a lot of difficulties just 

because of that lack of understanding…” (Profes-
sional 5: FGD 1, female).

Support challenge: OCD & other conditions
Parents and professionals described how when OCD co-
existed with other health conditions, understanding and 
treatment could be more challenging without adapted 
resources:

“They actually went and got a book, they had the 
book in front of them, and they’re saying, well, this is 
how we do CBT. I was like, but he’s not at that level. 
He’s got autism; he doesn’t understand what you’re 
saying to him. So, they didn’t adapt anything. The 
language or anything, adaptations for him.” (Parent 
6: interview, female, age 50–54).

Support need/preference: parent-focused information
Parents and professionals viewed educational support 
and resources to help parents make sense of OCD and its 
treatment, as an important resource required to support 
parents. Yet, accounts showed that the provision of infor-
mational resources and educational support was limited 
and where such provision was available, acceptability was 
limited. Accessible information or resources specifically 
designed for parents (rather than the individual experi-
encing OCD), were prioritised by parents:

“The audience for all of this stuff is the person with 
OCD. I think what they need is some information 
geared towards the audience of the people who are 
supporting them that don’t have OCD because we’re 
coming from it from a completely different angle.” 
(Parent 19: interview, female, age 40–44).

Joined up care
Support challenge: misunderstandings about OCD
It was felt by most participants that members of the pub-
lic and even many professionals, failed to recognise OCD 
as a serious and debilitating mental health condition:

“I know society will joke about OCD, but unless 
you’re living with it, I don’t think you can have any 
idea as to how controlling it is really of your life.” 
(Parent 12: interview, female, age 40–44).

Concern was expressed about the negative impact of 
societal misrepresentation of OCD as this could lead 
to parents feeling confused by the debilitating nature of 
the condition and significant impact on the family. Both 
parents and professionals described coming into contact 
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with practitioners who lacked understanding of and 
expertise in OCD, which could hinder effective care.

Support challenge: lack of shared understanding in the 
family
Parents and professional accounts conveyed how a child 
often engaged differently with each family member, and 
discrepancies could occur between parents’ understand-
ing and approach to caring, which could exacerbate the 
disruption caused by a child’s OCD symptoms:

“My husband and I, you know, were at loggerheads 
about how we were dealing with [our daughter’s] 
challenging behaviour” (Parent 4: interview, female, 
age 45–49).

Support challenge: lack of coordination & unity across & 
within services
Parents and professionals recognised that services that 
lacked awareness or that did not coordinate effectively 
(particularly across school and mental health services), 
presented challenges for families. Owing to the centrality 
of school to a child’s life, parents and professionals rec-
ognised the significance of a supportive school; however, 
accounts indicated that communication and support 
from schools was variable:

“I have tried to engage with the school, but they just 
don’t get it. The school don’t have the skill, knowledge 
or resources to support this kind of condition. School 
is a big challenge. Teachers are not skilled in these 
areas and don’t have the resources and capacity to 
deal with it. It is a constant fight to get the right per-
son”. (Parent 1: Journal entry, female, age 45–49)

Support need/preference: a united approach
A united approach across services and within the fam-
ily was conveyed as having the potential to ameliorate 
the challenges and lessen the demands the symptoms of 
OCD can create:

“… if we’ve got a united front … then we stand a 
chance of all of us standing up against OCD.” (Pro-
fessional 6: interview, female).

Accounts indicated a need for a well-informed multi-
agency network extending to professions who may 
encounter parents earlier on in their journey or may act 
as parents’ first point of contact (e.g., schools, GPs and 
professionals involved in CAMHS assessment) to ensure 
families were adequately supported throughout their 
journey as a carer.

Discussion
This study used a descriptive qualitative approach involv-
ing parents and professionals to gain a holistic under-
standing of parent, support needs and preferences, when 
caring for a CYP with OCD. To our knowledge, this is 
the first qualitative study to have specifically investigated 
support needs in parents of children with OCD, from 
either a parent or professional perspective. High lev-
els of parental strain, distress and burden were evident 
throughout parent accounts, as they tried to support 
their child with OCD, generally with little or no support.

The five themes identified and presented in this paper, 
have implications for future intervention development 
and policy direction in this area. Within each of these 
themes, a comprehensive understanding of the key sup-
port challenges (9 sub-themes) and parents’ needs/
preferences for support (9 sub-themes) were identified. 
Resonating with existing literature, findings showed high 
levels of burden and distress associated with caring for 
a child with OCD [13, 24, 67]. Yet, in contrast to other 
qualitative research in this area [26, 46] we were able to 
provide insights into how system-level or structural fac-
tors such as difficulty accessing OCD treatment for their 
child, misunderstandings about OCD, lack of visibility of 
parents’ as carers and variability in joined-up care, could 
act as potential barriers to optimal caregiver support.

Without adequate carer support or guidance, parents 
reported having become involved in their child’s core 
OCD symptoms to try and mitigate their child’s distress. 
Consequently, this lack of appropriate support at the right 
time often resulted in parents feeling guilty and regretful 
that they could not access the correct treatment for their 
child or had not been given earlier advice on how best 
to support their child. Professionals’ accounts resonated 
with those of parents. They empathised with the parents’ 
position and expressed discomfort and frustration at the 
lack of timely access to evidence-based treatment for 
children and in not being able to provide more support 
addressing parents’ needs as carers within the constraints 
of child treatment protocol, which together they knew to 
have detrimental consequences on the family.

Parents’ recognition of themselves as a carer with 
their own caring needs was complicated by role-expec-
tations associated with parental responsibility. This was 
most evident within the key theme ‘getting help for my 
child’. Above everything else, getting the right treatment 
for their child was viewed as a parents’ priority. Parents 
within this sample unquestionably sacrificed their own 
needs in their commitment to support their child. Bar-
riers to timely access to appropriate therapeutic support 
for their child were frequent and distressing for parents, 
who could not consider their own needs until this was 
addressed. This process was frequently viewed as a bat-
tle, which required constant pushing and fighting which 
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has been previously reported in the literature in explora-
tions of parents’ experiences of accessing mental health 
services for child anxiety problems [68]. This experience 
resulted in feelings of exhaustion and burden and has 
implications for where a parent resource would be opti-
mally positioned.

Within this fraught context, parents were not always 
able to recognise the necessity of prioritising their own 
support needs as a carer to sustain their well-being. 
These findings resonate with existing literature that indi-
cates this group of caregivers perceive a greater responsi-
bility in ensuring treatment progress for their child with 
OCD compared to other family carers such as spouses 
[10, 69].

Parents and professionals valued the opportunity to 
speak about parents’ caring role, which was often over-
looked amidst parental responsibility and a parents’ role 
in their child’s treatment protocol. The lack of visibility 
of this caring role amidst other responsibilities was sig-
nificant given the widespread policy, guidelines, and 
commitments to support carers [37, 70]. These findings 
indicate a need for policy and service development to 
advance evidence-based parent support interventions 
and raise the profile of this underserved group of car-
ers. Giving parents permission to recognise themselves 
as carers and feel validated to consider their needs is an 
essential consideration for future policies and guidelines 
linked to paediatric OCD. Also noticeable within parents 
and professional accounts was the lack of use of the term 
‘burden’ or the fit of this term within a parental context. 
The literature has previously indicated a growing dis-
comfort with the term ‘burden’, which ignores the role’s 
contextual, affective and relational elements that may be 
most central to caregivers [71].

Unsurprisingly, within this challenging context, where 
the child’s needs were often at the forefront of priorities, 
parents and professionals could not always identify spe-
cific parent support strategies, however across accounts, 
broader areas of parent support needs and preferences 
were identified. These included potential parent-level 
support/needs preferences that could be considered for 
future support intervention, including a need for head-
space (respite), compassion and sensitivity, guidance on 
accommodation, treatment expectations, and parent-
focused information. Some of these preferences and 
support needs resonated with findings in the wider lit-
erature, such as the sub-theme within our data, ‘sharing 
experiences’ which could be translated into the value of 
peer support. Peer support is based on the premise that 
individuals who have gone through the same difficulties 
can make an interpersonal connection on that basis and 
can come together and understand each other’s distress 
and share skills and knowledge [72, 73]. The value of par-
ent to parent peer support [74, 75] and peer support in 

mental health services [76, 77] has been recognised in 
the literature. Ensuring peer support is delivered flexibly 
and situated outside of the resource constraints of mental 
health services, so parents can share learning as early as 
possible, are important considerations to take forward in 
intervention development work.

Compassion was integral to parents feeling supported 
and expressions of compassion were highly valued by 
parents, conveyed as uplifting but potentially constrained 
by limited resources. Parents particularly valued sensi-
tivity and compassion with regards to the overwhelm-
ing emotional nature of caring for a child with OCD, 
and feelings of guilt or regret concerning their child’s 
onset of OCD and confusion around accommodation. 
While compassion is viewed as a hallmark of high qual-
ity services, our findings support the view that compas-
sion should not be viewed as a straightforward solution 
consigned to individual healthcare professionals but 
something that needs to be understood in relation to the 
context, energy, understanding and resources in which 
compassionate care is being delivered [78].

The existence of constraints in child mental services, 
visibility of the carer role and the benefits of early guid-
ance on accommodation, highlighted the potential value 
of integrated access to parent/carer-focused support 
interventions early in a parents’ journeys (such as schools 
and primary care services). Nonetheless, accounts indi-
cated the significance of ensuring that parent support 
should be complementary to and not an alternative to 
adequate evidence-based child services.

Strengths and limitations
Most professionals in this study had specialist training 
or a particular interest in OCD treatment, so their views 
may not represent the broader population of profession-
als who may encounter children with OCD. In addition, 
our sample comprised parents identifying as female, so 
we have not represented other gender identities within 
our findings. Despite purposively sampling for ethnicity, 
all parents identified as white, so the applicability of the 
findings to parents of other ethnicities requires further 
research. Although, we recruited through national chari-
ties which meant that the study was open to people in 
other nations of the UK, all participants resided in Eng-
land so transferability of our findings to other UK nations 
may be limited (for example, due to cultural differences 
between nations and differences in health services).

The adoption of a fully remote design during the pan-
demic prompted a departure from our plans to use a 
face-to-face interview design which was supplemented 
by some remote data collection. While the use of solely 
remote data collection methods (telephone and video) 
rather than face to face could have affected the qual-
ity of data (e.g., through a decrease in non-verbal cues), 
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changing our study to a fully remote design meant that 
we could generate a wide geographical spread of partici-
pants, ensuring that accounts were not too heavily influ-
enced by local factors, (e.g. service provision in a certain 
area) and maximising accessibility for participants.

Our initial focus was to sample children (ages 8–11) 
and young people (ages 12–18) by asking sites to tar-
get age groups. However, feedback from clinicians and 
parents indicated that younger children are typically 
less likely to be diagnosed with OCD, so our sample of 
younger children was small owing to a limited recruit-
ment pool. Nonetheless, we captured some age variabil-
ity, and parents often reflected on earlier experiences 
when their child was younger, before OCD was formally 
identified. A key strength of the study has been the adop-
tion of co-production research methods involving close 
collaborative with our parent co-researcher and charity 
partners throughout the research process, enhancing the 
sensitivity and quality of our approach and the credibility 
and trustworthiness of our findings.

Conclusion
The current gap in the provision to support parents as 
carers of children with OCD in their own right, com-
bined with strong support for intervention develop-
ment was evident. Parent-level needs and preferences, 
including headspace, respite, compassion and sensitiv-
ity, sharing experiences, guidance on accommodation, 
treatment expectations, and parent-focused information 
identified within this study, have the potential to inform 
components of a parent focused support intervention. 
Barriers to getting the right help for their child, lack of 
visibility as a carer, misunderstandings about OCD, and 
insufficient joined-up care were evidence of the need to 
consider wider organisational, policy and public health 
issues when developing an intervention for this group 
of carers in the UK. In addition to indicating a need for 
parent-level interventions, this research has highlighted 
the need to improve access to specialist OCD treatments 
for children and the need to improve public understand-
ing of OCD. The findings also highlighted the value of a 
co-produced, person-centred intervention in which the 
needs and preferences of those for whom the resource is 
intended are prioritised. Our team aims to address this 
longer-term goal through a wider programme of research 
to develop and test an intervention to support parents 
in their caregiving role, with the aim of preventing and/
or reducing their levels of burden and distress and ulti-
mately, improving their quality of life.
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