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ABSTRACT ARTICLE HISTORY
Women with cerebral palsy have the same sexual and repro- Received 6 April 2021
ductive healthcare (SRH) needs and rights as non-disabled Accepted 27 March 2022
women across the life course. Multi-level barriers prevent KEYWORDS

their SRH needs from being met in a timely way. Grouped Scoping review; access;
according to Bronfenbrenner’s socio-ecological model, these utilisation; cerebral palsy;
include physical and psychosocial determinants. The aim of sexual and reproductive
this scoping review was to collate global literature of access healthcare; women

to, and utilisation of, SRH for women with cerebral palsy

across the life course. We screened five databases for inter-

national empirical studies published in English between

2000-2019. Twelve studies met the inclusion criteria. The

review highlights that women with cerebral palsy face chal-

lenges to receiving good quality healthcare, including limited

practitioner knowledge and training on the effects of cere-

bral palsy in adulthood and how it interacts with women'’s

SRH needs. Much more research is needed to inform the

provision of appropriate SRH treatment for women with

cerebral palsy across the life course.

Points of interest

+  This article blends together the findings of 12 international studies on
healthcare of girls and adult women with cerebral palsy, particularly
focusing on sexual and reproductive health and healthcare.

« The review indicates a significant gap in evidence about the experi-
ences of healthcare transitions for women with cerebral palsy as they
move from childhood to adulthood and children’s to adult healthcare

« The review highlights large gaps in the global literature, in relation to
sexual and reproductive healthcare across the lifecourse of disabled
women in general, but women with cerebral palsy in particular.
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« The studies found that General Practitioners (GPs) (family doctors)
did not consider how prescribed contraceptives relate to impairment
effects for girls and women with cerebral palsy.

«  Barriers to good quality sexual and reproductive healthcare for women
with cerebral palsy include: inaccessible physical environment and
procedures (cervical smear and breast scans), and limited practitioner
knowledge about the effects of cerebral palsy in adulthood for women
and its interaction with sexual and reproductive health needs.

Introduction

Access to and utilisation of sexual and reproductive healthcare (SRH) is a
key principle of the UK National Health Service (NHS) (Wenzl, McCuskee,
and Mossialos 2015) and a global human right for disabled women including
women with cerebral palsy (United Nations 2015). Article 25 of the UNCRPD
states that appropriate measures should be taken to ensure health services
provide disabled people with all types of health care, including SRH, in a
gender sensitive way and of the same standard and affordability as provided
to non-disabled people. Neglecting the SRH needs of disabled women is a
violation of their human rights (United Nations 2015) and will increase risk
of chronic disease and mortality (Ramjan et al. 2016).

Women with cerebral palsy require the same level of routine primary and
preventative healthcare as non-disabled women, but previous studies have
shown that they are under-represented in areas of preventative services and
regular health checks such as cervical smears and mammograms (Llewellyn
et al. 2011, Horner-Johnson, Dobbertin, and lezzoni 2015). This is due to
multiple-level barriers including lack of physical access to the service, neg-
ative responses from healthcare workers, lack of adaptable equipment, and
presumptions of women'’s sexual activity, sexual desires and multiple comor-
bidities (United Nations 2015; Becker, Stuifbergen, and Tinkle 1997; Jo’s
Cervical Cancer Trust 2019). Long-standing prejudices and myths which con-
struct disabled women as asexual; unable to become parents; and low risk
victims of sexual violence can influence incorrect assumptions among health
care practitioners (HCPs) that access to, and utilisation of, regular and good
quality SRH is not a priority for disabled women (Hayward et al. 2017;
Hameed et al. 2020). This can be exacerbated for women who have speech
impairments and/or have difficulties being understood by HCPs, and can
cause delays in diagnosis or preventative treatment, subsequently placing
them at a higher risk of developing debilitating or life-threatening conditions
(Boehme et al. 2015).

This paper reports a scoping review of empirical literature about access
to, and utilisation of, sexual and reproductive healthcare for girls and women
with cerebral palsy across the female life course, from youth to older life.
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This is timely as women with cerebral palsy are a growing group with the
same rights to sexual and reproductive healthcare as all women, but research
and service provision has mostly focused on children with cerebral palsy,
with few systematic follow up studies for adults: research into the life cycle
of women with cerebral palsy is particularly lacking.

In this article we provide a short background on the cerebral palsy impair-
ment, particularly what it means for adult women; describe the scoping
review method; and summarise our findings. For the purposes of this paper,
the concept ‘life course’ indicates our focus on progression through biological
and generational stages and socially negotiated life phases and norms: this
includes consideration of how the body physically changes as females with
cerebral palsy grow older, but also the roles and relationships women
encounter as they move from one generational stage to the next, and the
role social institutions and policies play to regulate this.

Background

Cerebral palsy is a non-genetic lifelong impairment, traditionally referred to
as a childhood impairment, resulting from a non-progressive injury in the
foetal or infant brain before, after or during birth (Moll and Cott 2013). It
affects people’s limbs and motor system differently, depending on the part
of the brain which is damaged, and varies in terms of severity. It is charac-
terised by impairment in muscle, tone, movement and posture (Turk et al.
2001). International reporting on the prevalence of cerebral palsy ranges
from 1.5 to more than 4 per 1000 live births (Arneson et al. 2009; Maenner
et al. 2016). In the UK, NICE estimates 2-3.5 per 1000 live births result in
cerebral palsy (Shaunak and Kelly 2018). The survival rates of infants with
cerebral palsy has increased over time due to developments in neonatal and
paediatric healthcare. Well-functioning adults with cerebral palsy are expected
to live for around the same time as their non-disabled peers (Gannotti and
Frumberg 2020; Morgan and McGinley 2014). This, together with the global
age specific prevalence of disability being higher for women than men,
suggests that women with cerebral palsy are a growing population
(WHQ, 2011).

People with cerebral palsy experience deterioration across multiple bodily
functions as they age - including musculoskeletal, functional, psychological
and communication systems — earlier than adults with no lifelong impairment
(Mudge et al. 2016). There is limited evidence about the specific experiences
of women and girls, but some early studies have reported that women with
congenital impairments like cerebral palsy experience early hormonal changes,
in terms of menarche and menopause (Becker, Stuifbergen, and Tinkle 1997;
Siddiqgi et al. 1999; Turk et al. 2001) influenced by the overall process of
accelerated ageing (i.e. experiencing early symptoms of reaching old age).
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Previous empirical studies on disability and menopause have suggested that
disabled women may experience earlier and more severe menopausal symp-
toms then their non-disabled contemporaries (De Almeida and Greguol 2015,
Dormire, Becker, and Lin 2006). Losing the protective effect of oestrogen at
an earlier age can lead to diminished skin integrity and tissue resiliency,
which is particularly detrimental among wheelchair users (Dormire, Becker,
and Lin 2006). Further, although physical activity is promoted to maintain
the health and well-being of women during menopause (De Azevedo
Guimardes and Baptista 2011, Moilanen et al. 2012), disabled women are
less likely to participate in regular physical exercise and are thus at increased
risk of cardiovascular, muscle and bone diseases, as well as hormonal changes
(Dormire, Becker, and Lin 2006). Although low levels of activity in adulthood
could be a result of reduction in mobility and functionality, and increase in
pain, it is also a consequence of barriers to appropriate physical activity and
a dearth in care and rehabilitation for adults with lifelong impairments, such
as cerebral palsy (Hurvitz et al. 2021).

Women with cerebral palsy are likely to experience adversity through their
engagement with disabling structures and relationships across the life course,
the accumulation of which can negatively impact their psychosocial, physical
and biological health and wellbeing (Ferraro and Shippee 2009). From childhood,
women with cerebral palsy encounter disruptions across the perceived norma-
tive life course as a consequence of disabling social, political and environmental
relationships and structures (Priestley 2003). These hamper their opportunities
to meet generational milestones, establish relationships, and access support
and resources, thus placing them at a disadvantage in relation to their non-
disabled contemporaries (Shah and Priestley 2011; Moll and Cott 2013).

Keeping women and girls with cerebral palsy healthy and ensuring their
health needs are met across the life course is challenging due to several
factors. These include the problematic transition from child-centred to
adult-centred healthcare, and the lack of specialist multidisciplinary teams
and expertise specific to adults with cerebral palsy in general, and women
with cerebral palsy in particular; absence of or truncated sexual health edu-
cation (formal and informal); limited access to preventative healthcare and
health promotion activities such as gyms and counselling services (Turk et al.
2001; Field, Scheinberg, and Cruickshank 2010).

Cervical smear tests and mammography (breast screening) are widely
recognised procedures offered routinely to all women in the UK above the
ages of 25 and 50 respectively, for the early detection of cancer in different
stages of life (Duffy, Tabar, and Smith 2002). This has enabled the drastic
reduction of cancer related death in women over the past few years (Wilacy
and Tiley 2021). However routine screening of disabled women may be
deferred by HCPs, as the invasive nature of equipment such as breast scan-
ners and cervical smear tests may be uncomfortable or problematic for
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women with cerebral palsy to use, triggering pain and spasms (Poulos at
al., 2006). Although alternative procedures such as smear tests under anaes-
thesia or mammograms using ultrasound can be used to overcome these
problems, the perceived inconvenience of this, both to women and practi-
tioners, is likely to lead to screening being deferred or cancelled (Ramjan
et al. 2016). Such decisions are justified by the belief that disabled women
are unlikely to be sexually active, and arethus at low risk of sexually trans-
mitted diseases or the development of cervical cancer (Llewellyn et al. 2011;
Poulos et al. 2006; Franco, Duarte-Franco, and Ferenczy 2001).

Purpose

To provide a comprehensive overview of the factors associated with access
and utilisation of healthcare, particularly in relation to sexual and reproduc-
tive health, for women and girls with cerebral palsy and how this is expe-
rienced across the life course.

Research process

We followed the processes and structure of a scoping review to identify
relevant studies of women and adolescent girls with cerebral palsy in relation
to the access to, and utilisation of, SRH. These included qualitative, quanti-
tative, mixed method studies and systemic reviews between and including
the years 2000 to 2019. We used a widely used framework for scoping
reviews, developed by Arksey and O’Malley (2005) which follows an iterative
process across five core stages as described below:

Identification of research questions.
Identification of relevant studies.

Study selection.

Charting the data.

Collating, summarising and reporting results.

vk wnN =

Identification of research questions

For women and girls with cerebral palsy:

1. What are the factors that influence access to sexual and reproductive
healthcare and its utilisation?

2. How is sexual and reproductive healthcare accessed and utilised across
the female life course?

3. What are the barriers and enablers to access and utilisation of health
services?
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Identification of relevant studies

We searched for literature published between 2000 and 2019 using relevant
search terms and Boolean operators (e.g. or/and/*).

We searched five key databases across health and social care, chosen for
their likelihood to contain articles about access to healthcare for women
and teenage girls with cerebral palsy relevant to our review.

Study selection

The flow of the articles through the review process are shown in the Preferred
Reporting Items for Systematic Reviews and Meta Analyses (PRISMA) Flow
Diagram (Page et al. 2021) (Figure 1). This is an important representation of
how the included studies made it into the review, that supports the descrip-
tion of the process in the following section.

)
Records identified through Additional records identified
S database searching through other sources
g (n =1055) (n=3)
=
-
c
)
=
— Records after duplicates removed
(n=622)
o0
=
c
g v Records excluded
o -
2 Records screened R (n=168)
(n=182) "
—
Full-text artigles assessed Full-text articles excluded,
for eligibility with reasons
- (n=14) N (n=2)
£
S
: ]
w
Studies included in
L ) qualitative synthesis
(n=4)
—
= l
7]
= Studies included in
Tc’ quantitative synthesis
- (n=8)
="

Figure 1. Preferred reporting items for systematic reviews and metaanalyses (PRISMA) flow
diagram.
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The first author (initials, initials) undertook all the reviewing, after which
the second and third authors (initials, initials) verified all stages. A total of
1,055 records were retrieved and appraised for their suitability for inclusion.
After removal of duplicates, 619 records, identified through the database
searches, were retained and supplemented with a further three, identified
through manual searching (n=622) - the method of identifying relevant
articles through scrutiny of the references lists of the included articles and
viewing their citations for further potentially relevant articles, rather than
searching databases using keywords. At this stage, screening took place at
the level of title only, according to a set of predetermined inclusion and
exclusion criteria. Studies were included if they were:

+  Peer reviewed empirical studies

+ Focused on females with cerebral palsy (from puberty to menopause,
or teenagers to older age (14 to over 55)

«  Focused on access and utilisation of healthcare, particularly sexual
and reproductive healthcare

«  Published in English language

Following further exclusions, 182 records were then reviewed according to available
abstracts, which resulted in 168 being excluded. Twelve articles met the inclusion
criteria and were included in the review.

Charting the data

Key demographic information of each of the twelve included studies was
extracted using Ritchie and Spencer’s (2002) framework analysis approach.
This included the demographic data of each article (i.e. title, author, method,
aims). Framework analysis provides a clear, systematic process of organising,
analysing and synthesizing data. Therefore it has become a popular approach
in scoping reviews (Levac, Colquhoun, and O’Brien 2010). This analysis
approach was used for the identification of key themes from the data, as
well as details about each study’s principal findings and some recommen-
dations for future research. We systematically built up the analytical frame
through a process of charting one article, followed by another, and so on.
This was an iterative, rather than linear process, with frequent revisiting of
each included study to ensure completeness of the charting process.

From the data extraction process and charting of data, we could concep-
tualise prominent themes within the dimensions of Bronfenbrenner’s (1974)
socio-ecological model, a theoretical framework adopted that inspired the
thematic analysis of the data. Figure 2 shows this diagrammatically.

The socio-ecological model provides an interesting approach to examine
the multiple layers of factors at play that determine the extent to which
women and girls with cerebral palsy can access good quality healthcare to
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Individual
Person with CP

Micro-system
Family, school and friends

’ Exo-system
Services and health

systems
Macro-system

Social processes, attitudes and
culture

Figure 2. The socio-ecological model used for the review.

meet their SRH needs across the life course, from menarche to menopause.
It considers the interaction between the micro-level individual factors and
macro-level social structures (for instance, personal agency and healthcare
institutions), and how these influence the women’s choices and trajectories
across the female life cycle. In the centre of this model is the individual’s
personal attributes which can impact their health and access to healthcare.
These include age, gender, medical diagnosis (type of cerebral palsy), and
the physical and psychosocial effects of impairment which change as indi-
viduals age, thus influencing the women'’s access to and utilisation of health-
care. However, their choices and experiences are also influenced by family,
school and peer relationships and other networks in their immediate envi-
ronment, and regulated by organisational and societal level policies, culture,
barriers and relationships.

We used the socio-ecological model and its different layers to construct
a rudimentary thematic chart, capturing both the physical and psychosocial
components associated with each (Table 1).

Collating, summarising, and reporting results

In this section we show how the thematic analysis can be summarised into
a framework that captures the overall patterning of the findings (Table 2).

Findings
Overview of included studies

We found 12 articles focusing on the health and healthcare of women and
girls with cerebral palsy, from USA (n=6), Australia (n=3), Sweden (n=2)
and New Zealand (n=1). They included biomedical studies focusing on
specific health concerns, and papers that reported surveys exploring the
reproductive healthcare of women with cerebral palsy. Most of the studies
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Table 1. Thematic chart.

Macro-system (Social

Micro-system (Family, processes, Attitudes
Individual School and Friends) Exo-system (Services) and Culture)
Physical Physical Physical Physical
Type of CP and its Managing transitions Reasonable adjustments to Structural barriers
physical impacts (menarche, equipment and physical
Accelerated ageing pregnancy and environment
effects (decline in menopause) Transitions in care (between
mobility and Contraception and paediatric and adult healthcare)
functionality) menstruation Availability of specialist
management information and services for
women with CP
Psychosocial Psychosocial Psychosocial Psychosocial
Own knowledge and  Limited discussion Attitudes of HCPs Cultural attitudes
awareness of CP about sexual and HCP knowledge of CP in and perceptions
effects in adulthood reproductive health  adulthood of being a-sexual
Changes in identity, between teenage Limited sexual and reproductive
psychosocial impacts  girls and parents health education (in school or
of ageing with CP home), encompassing: a)

Methods of birth control; b)
Sexual transmitted diseases; c)
Sexual violence

Communication barriers between
HCPs and patients with CP and
speech impairment

Training for healthcare staff on
communicating with patients
with speech impairments

were concerned with the physical aspects of cerebral palsy, with limited
mention of the psychosocial impacts associated with cerebral palsy. All papers
were published in health-related journals and there was no engagement
with disability theory. No papers considered the lifelong sexual and repro-
ductive health needs of women with cerebral palsy (i.e. from puberty to
post-menopause). We connect with these issues in the discussion.

The methods were predominantly quantitative (n=28), with four articles
reporting on qualitative studies. We were interested in a life-course approach
and the generation of the participants included in the studies were as fol-
lows: Focus on adult women (n=8), adolescents (n=3) and both adult women
and adolescent girls (n=1). Disabled women’s life choices and experiences,
including access and utilisation of SRH services, are influenced be a complex
interplay of systems and structures which are connected and have
bi-directional impact on each other. The ecological model, based on nested
systems, provides a clear lens with which to identify the intersecting personal
and social factors that determine the choices available to different women
with cerebral palsy, and the extent to which their SRH needs are met.

Individual system

In our analysis, the first theme relates to the physical and psychosocial
impacts of the cerebral palsy impairment on the individual across the life
course, including secondary effects related to premature ageing and
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associated musculoskeletal abnormalities and decline. Fowler et al. (2015)
guantitative cross-sectional study, sampling premenopausal women and men
under age 50, reported that adults with cerebral palsy had an average Bone
Mineral Density (BMD) of 1 or 2 standard deviations below the general
population when matched for age, gender and race. BMD scores were par-
ticularly low for adults who were non-ambulatory. The evidence is important
to inform HCPs about appropriate treatment for this population. Zacharin,
Savasi, and Grover (2010) questionnaire-based study focused on the interplay
of cerebral palsy impairment, menstruation effects and menstruation man-
agement practices for girls with cerebral palsy ages 12-18. The study reports
how, although the prevalence and intensity of menarche for girls with cere-
bral palsy and girls with no impairment was not significantly different, there
is a correlation between severity of impairment and the level of impact
menstruation had on their participation in activities. Further, over half of
families of the population surveyed sought medical advice in relation to
menstruation management planning for their teenage daughter prior to or
just after the start of menarche. Hayward et al. (2017) survey-based study
reported a high percentage of women with cerebral palsy (75%), especially
those who were ambulatory, experienced loss or impeded mobility after
pregnancy, but the impact of cerebral palsy on pregnancy was not discussed
with the women’s primary care providers. The studies highlight the lack of
knowledge and information base available for parents, carers, and HCPs
about gynaecological needs of females with lifelong impairments like cerebral
palsy, documenting this as a barrier to the provision of appropriate care
and interventions for adolescent girls with cerebral palsy.

Morgan, Pogrebnoy, and McDonald (2014), Mudge et al. (2016), and Turk
et al. (2001) ethnographic studies report on secondary impairments in adults
with cerebral palsy, associated to premature ageing. All were qualitative
studies based in Australia, NZ, and USA respectively. All reported that ageing
is accelerated in adults with cerebral palsy, causing pain, deterioration in
mobility and functionality, and osteoporosis and osteopenia which is unlikely
to be detected and treated as a consequence of limited knowledge of cere-
bral palsy in adult healthcare. Mudge et al. (2016) interviewed 28 adults
with cerebral palsy, including 14 women. As well as physical effects of ageing,
they revealed the impact of ageing on their personal and social identity,
feeling ‘more disabled’ as a consequence of age-related changes than their
younger selves when they were more likely to identify as ‘normal’. These
authors highlight the mental health issues experienced by adults with cere-
bral palsy, relating to changes in health and subsequent loss of ability to
participate in different activities. Morgan, Pogrebnoy, and McDonald (2014)
interviewed six adults with cerebral palsy (five women) who had experienced
mobility decline and falls in adulthood. Participants noted that physical
changes also triggered changes in identity. The authors highlighted a
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frustration among the participants who perceived treatment they received
in adulthood as inadequate, unlike their experiences of paediatric care.
Participants described their frustration with service type and availability,
facility access, staff knowledge and skills, staff turnover, and lack of engage-
ment with their needs. One participant in the study pointed out:

| think there should be some sort of specialist that specialises in adult CP, because
there isn’t. And if there is then they are hiding in the corner and people can't afford
them or people don't know they are out there or something because | have a num-
ber of friends like me who say “I wish there was someone who can help us in our
older age, work out what’s happening to our body or what’s going to happen or
whatever,” because we all know we are going to age faster than the average bear
and all that stuff and probably die earlier and have different issues earlier but if
you know about it and you have no one to help you other than a GP who is just
a basic GP without any disrespect, you're not going to be able to help yourself
very well. That’s my belief anyway. (Morgan, Pogrebnoy, and McDonald 2014, 286)

Of the three studies related to ageing with cerebral palsy, only Turk et al.
(2001) focused exclusively on women. Their analysis was based on data from
63 women with cerebral palsy who participated in a larger study. Although
women with cerebral palsy did experience some of the same age-related
issues as their male contemporaries, they also revealed issues specific to
being a woman. These included bowel problems, bladder problems, gastro-
esophageal reflux and increased spasticity during menstruation. However,
no specific evidence was reported suggesting early onset of menopause for
women with cerebral palsy. Across the studies, common barriers experienced
by adults with cerebral palsy in relation to receiving timely and good quality
healthcare, including preventative healthcare, were identified. These included:
limited practitioner knowledge and awareness of the lifelong effects of
cerebral palsy; inaccessible environment and equipment preventing routine
health checks on par with non-disabled people; and osteoporosis and osteo-
penia not considered in preventative health management. Some of the
studies identified the need for this population to have a voice in developing
specialist interventions of healthcare to ensure a smooth transition from
child to adult health services, so the lifelong health and wellbeing needs of
people with cerebral palsy are met.

Micro system - family, school, and friends

Three papers focused on the people, institutions and relationships that
influence how girls and women with cerebral palsy plan, manage and make
decisions about different aspects of their SRH as they move through the life
course. These include family members, friends, education, and healthcare
practitioners. Hayward et al. (2017) survey-based study reported that 20%
of the women who responded to their survey experienced pregnancy, but
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less than a third had ever been asked by an HCP if they wanted to have
children. This percentage was lower for respondents who were black (13.9%),
did not attend college (27.3%) or were unable to work (20.3%). The study
also indicated that many of the women reported decreased mobility during
pregnancy (71%), but very few were offered appropriate rehabilitation or
therapy, either physical or occupational or mental health.

The lack of communication about pregnancy with girls and women with
cerebral palsy, by primary care providers, has been identified as a barrier to
accessing good quality specialist healthcare for women with cerebral palsy
on their reproductive journey. A similar finding was reported by Flavin et al.
(2019) and Zacharin, Savasi, and Grover (2010) with regards to contraception
for teenage girls. Both found that primary care workers did not consider the
special healthcare needs of women with cerebral palsy when prescribing
hormonal contraceptives: this was perhaps due to their limited recognition
that teenage girls with cerebral palsy have the same level of sexual interest
as those without impairments. Through surveying 344 women with cerebral
palsy between ages of 18-66, Gray et al. (2017) found that, compared to the
general population, fewer women with cerebral palsy reported they had
talked before the age of 18years with a parent about how to say no to sex
(41% vs. 63%, p<.001), methods of birth control (39% vs. 51%, p<.001),
sexually transmitted infections (32% vs. 55%, p<.001), how to prevent HIV
(30% vs. 41%, p<.001) and how to use a condom (19% vs. 29%, p<.001) The
study indicated that topics of birth control were more likely to be discussed
with a HCP than a parent.

Exo-system - services

The most common investigative theme of the reviewed literature was the
service or organisational level factors that could potentially impact the quality
of healthcare received by women with cerebral palsy across the life course.
Altogether seven papers focused on this theme, divided into the physical
and psychosocial aspects. Three of these (Morgan, Pogrebnoy, and McDonald
2014; Mudge et al. 2016; Nandam et al. 2018) considered the physical inac-
cessibility of services as a barrier to women with cerebral palsy accessing
regular and good quality preventative healthcare on par to their non-disabled
contemporaries. Based in Australia, Morgan, Pogrebnoy, and McDonald (2014)
ethnographic study reported participants’ perceptions of adult health services
as being inadequate. They described their frustration with service type and
availability, facility access, staff knowledge and skills, staff turnover, and lack
of engagement with their needs. Similarly, Mudge et al. (2016) highlighted
how prior knowledge of impairment, together with a willingness to listen
to the patient, resulted in positive patient-practitioner interaction. They
showed, through patient experiences, how limited knowledge contributed
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to diagnostic overshadowing and thus the delay of appropriate treatment.
Nandam et al. (2018) study was the first to focus on breast screening of
women with cerebral palsy. Through survey data from 118 women, age
40-64, they reported that most clinics were seen to be accessible, both in
terms of environmental accommodations (e.g. ramps and lifts) and also staff
attitudes. However, the study evidence indicated that the healthcare facilities
surveyed were least likely to employ reasonable adjustments to accommodate
such issues as difficulty standing or positioning the arm or using a wheel-
chair during the mammogram procedure. It was suggested that this may
be due to a lack of training among mammography providers regarding the
unique access needs of women with cerebral palsy. The authors identified
this as a barrier to breast cancer screening compliance for women with
cerebral palsy, which they reported as lower than that for general population.
The authors suggested screening compliance rates would improve by address-
ing structural barriers and procedural accommodations, which would help
decrease morbidity and mortality of this population.

Limitations in HCP knowledge and understanding about the interplay of
cerebral palsy impairment effects and SRH for women and girls with cerebral
palsy, across the life course, was also indicated in four other studies (Hayward
et al. 2017; Sundelin et al. 2020; Zacharin, Savasi, and Grover2010; Flavin
et al. 2019). Both Flavin et al. (2019) and Zacharin, Savasi, and Grover (2010)
focused on adolescent girls with cerebral palsy and contraceptive treatment.
The studies highlight that when General Practitioners (GPs) prescribed con-
traceptives, no special considerations were taken regarding the girls’ impair-
ment effects in combination with different forms of contraceptives. For
example, Depot Medoxyprogesterone (DPMA) can lead to weight gain and,
in women with cerebral palsy, could negatively impact walking and transfers.
It could also cause decreased bone density, and thus increase risk of fractures
after falls which are prevalent in adults with cerebral palsy who are ambulant
(Stockburger and Omar 2015). In terms of reproductive healthcare of adult
women, Hayward et al. (2017) and Sundelin et al. (2020) found more women
with cerebral palsy become pregnant then expected, but the reproductive
journey does have negative effects on mobility and has adverse risks on
pregnancy outcomes. These studies found no evidence of specialist accom-
modations in place for these women.

Macro-system

The macro-system focuses on structural and cultural processes and practices
in society that govern the perceptions, behaviour, and actions of its mem-
bers. Three of the papers briefly discussed the societal level factors that
could trigger healthcare inequalities for girls and women with cerebral palsy
(Hayward et al. 2017; Gray et al. 2017; Nandam et al. 2018). In relation to
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preventative healthcare for older women, Nandam et al. (2018) survey indi-
cated that structural barriers did have an impact on the screening and
mammography rates among women with cerebral palsy. They observed how
environmental and procedural accommodations were cited as problematic
within healthcare facilities. The authors noted that overall patient needs
during the mammogram procedure were least likely to be assisted with or
met - difficulties positioning arms (57.1%), difficulty with standing (59.3%),
and need for a wheelchair-accessible machine (59.1%). They intimated this
to be a consequence of the culture of medical training which focuses on
the non-disabled female body. Nandam et al. (2018) study also evidenced
a correlation between severity of cerebral palsy and level of screening, indi-
cating that women with multiple impairment effects were less likely to
undergo regular screening with serious implications for their health and
wellbeing.

Both Hayward et al. (2017) and Gray et al. (2017) discuss, albeit briefly,
the impact of pervasive societal attitudes that disabled women and girls are
asexual beings on their opportunities for sex and relationship education,
and access to sexual and reproductive healthcare across the life course.

Discussion

The aim of this scoping review was to identify studies focusing on the access
to and utilisation of healthcare, especially SRH, for girls and women with the
diagnosis of cerebral palsy. Inspired by Bronfenbrenner’s (1974) socio-ecological
model, our analysis indicated that while none of the studies examined the
issue solely in terms of the social context of the problem, a few did capture
the organisational and societal factors that influenced the quality and timely
delivery of SRH for the population in question. Each of the studies focused
on experiences of health and health care of individuals in single generational
cohorts (i.e. adolescence, adulthood and older life), rather than across the
life course. This indicates a significant gap in evidence about the experiences
of healthcare transitions for women with cerebral palsy as they move from
childhood to adulthood and paediatric to adult healthcare.

Although limited studies exist which specifically focus on women with
cerebral palsy, there are several recent international studies on the healthcare
experiences of disabled women in general (Hameed et al. 2020; Matin et al.
2021). These evidence that disabled women encounter multiple challenges
when negotiating access to healthcare, as well as their position and rights
as females and sexual beings, across the life course. Structural and cultural
barriers, including assumptions of sexual activity and limitations in medical
knowledge and expertise, have generated disparities in the quality of sexual
health education and care received by disabled and non-disabled women
across the female life course (Matin et al. 2021; Llewellyn et al. 2011). Lacking
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a full knowledge and understanding of their sexual and reproductive health
needs, and what healthcare trajectories should be followed by all women
across the life course, makes disabled women vulnerable to sexual abuse or
bad choices, and increases their risks of poor health, wellbeing, and quality
of life. Ensuring they are socialised as sexual citizens and can access sexual
and relationship education on par to their non-disabled contemporaries is
important to reduce healthcare disparities for women with cerebral palsy in
particular and disabled women in general, as emphasised by Article 25 of
the Convention on the Rights of Persons with Disabilities (2006).

Our review suggests that practitioners and service providers need training
about the lifelong effects of cerebral palsy for women and girls, and how the
impairment effects interact with the female reproductive life cycle and hor-
mones, in order to plan and provide the most appropriate treatment, man-
agement and mode of intervention to their patient. Girls and women with
cerebral palsy, and those with other impairments, may have limited options
or choices in terms of contraceptives. Decisions about which is the most suit-
able should be part of an honest dialogue between doctor and patient. Studies
suggest that although oral contraceptives are the most frequently used, they
have an increased embolic risk for people with reduced mobility or who use
a wheelchair (Flavin et al. 2019) or can negatively impact tone and spasticity
(Becker, Stuifbergen, and Tinkle1997). DPMA, given as an injection of 150mg
every 12weeks, can be an effective contraceptive which is associated with
lower rates of postmenstrual tension syndrome, and is easier to take for women
who experience difficulties swallowing tablets, or have impaired manual dex-
terity which prevents the use of barrier methods (e.g. diaphragm or cap):but
it does cause weight gain, and decreased bone density, which are particularly
concerning for women with limited mobility (Stockburger and Omar 2015).

A handful of early studies, sampling women with different lifelong impair-
ments (including cerebral palsy), have reported how this group experience
menopause at an earlier age than non-disabled women (Turk et al. 2001;
Siddiqgi et al. 1999; Becker, Stuifbergen, and Tinkle 1997). During the peri-
menopause, a drop in oestrogen occurs, which can negatively affect women'’s
overall health and increase risks of osteoporosis and heart disease (Becker,
Stuifbergen, and Tinkle 1997). As our review indicates, women with cerebral
palsy will experience premature ageing, so are also likely to be at risk of
secondary health conditions earlier than would be expected of the general
population, including those associated with early menopausal symptoms.
However more targeted research is needed to find out exactly how many
years earlier menopause occurs for women with cerebral palsy, compared
to women in the general population.

More research is necessary to generate new knowledge to inform the
development of strategies and tailor-made interventions to meet the special
SRH needs of women with cerebral palsy across the life course in a timely
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fashion. This includes regular screening with the assistance of well-trained
staff in accessible environments, and other preventative health treatments
that do not interfere with functionality, mobility and overall health and
wellbeing of patients. Limitations in staff knowledge about cerebral palsy
also can hinder women’s participation in breast screening and can lead to
inappropriate and sometimes dangerous treatment (Barr et al. 2008).
Furthermore, the feeling of not being understood or respected by HCPs can
influence women'’s decision to opt out of screening, thus contributing to
low participation rates among disabled women and their increased risk of
unmet need and preventable mortality (Barr et al. 2008; Mele, Archer, and
Pusch 2005). It can also lead to complications for women with cerebral palsy
during and/or after childbirth as GPs, gynaecologists and maternity health
staff will not be aware that pregnancy can cause reduction in balance and
mobility for this population of women, thus not be prepared with the nec-
essary postnatal support and resources.

Strengths and limitations

Our review was limited to English language papers which may have missed
other important work in this field. Whilst we have provided a broad picture
of the links between cerebral palsy and SRH across the life course, it was
surprising to find so little relevant research in the UK. The review highlights
stark gaps in the global literature, in relation to SRH of females with cerebral
palsy across the life course. There is a lack of evidence of how girls and
adult women with cerebral palsy experience healthcare transitions, from
paediatric to adult healthcare, with a particular focus on SRH. This suggests
work is still required to meet Sustainable Development Goals (SDG) 3.7 -
ensure universal access to sexual and reproductive healthcare services (United
Nations 2015). Future work on cerebral palsy and other lifelong impairments
should adopt a life course approach to health to prevent exposure to health
risks, starting in early life and continuing (with specialist teams and inter-
ventions) through adulthood to older life. This approach would be useful to
research the psychosocial impacts of cerebral palsy, particularly in relation
to ageing and the female reproductive cycle. Such evidence is crucial to
develop appropriate practices and policies that will appropriately support
the physical and mental health and wellbeing of women with cerebral palsy
as they grow older alongside their non-disabled peers.

Conclusions

This scoping review has highlighted stark gaps in research in relation to the
access to and utilisation of SRH services for girls and women with cerebral
palsy. The evidence from the twelve included studies identified that not much
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is known about the gynaecological health needs of women with cerebral
palsy, the effects of cerebral palsy in adulthood, and indeed how both interact
with and affect each other. As a result, girls and women with cerebral palsy
are less likely than their non-disabled contemporaries to have their SRH needs
met adequately and in a timely way. Further there is limited evidence of the
social, environmental and economic factors that influence access to SRH for
women with cerebral palsy, and indeed how education and social class play
a part. More research is required in this area, especially in the UK and in
low-income countries, to promote SRH services, education and interventions
across the life course for girls and women with cerebral palsy and identify
how to improve transitions between child and adult healthcare.
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