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Defining Breast Cancer Awareness and Identifying Barriers to Breast Cancer 
Awareness for Women with an Intellectual Disability: A Review of the Literature  
 

Abstract 
Introduction 
Incidence rates for developing breast cancer are similar for women regardless of intellectual 
ability. However, women with an intellectual disability present with advanced breast cancers, 
which often have a poor prognosis.  
 
Method  
A structured narrative review of the literature was performed to explore the concepts of breast 
awareness and breast cancer awareness and subsequently, identify barriers to breast cancer 
awareness encountered by women with an intellectual disability.  
 
Results 
A total of 22 studies involving people with varying levels of intellectual disability informed 
this review. The barriers to breast cancer awareness encountered by women with an 
intellectual disability include: lack of their understanding, the role of the carer and literacy 
issues.   
 
Conclusion 
Identifying the barriers to breast cancer awareness for women with an intellectual disability 
will help to facilitate breast cancer awareness which has the potential to result in better long-
term outcomes through an early diagnosis of breast cancer. 
 
Keywords: Barriers, Breast awareness, Breast cancer awareness, Facilitators, Intellectual 
disabilities 
 

1. Background 

An intellectual disability (ID) is defined as limitations in intellectual functioning and adaptive 

behavior expressed in practical, social and conceptual skills, which develops before the age 

of 18 years (American Association of Intellectual and Developmental Disabilities, 2013). 

Recent studies of the population suggest trends that the number of people with an intellectual 

disability (ID) is increasing with a corresponding increase in the elderly demographic. 

(Albuquerque & Carvalho, 2020; Bates & Triantafyllopoulou, 2019; Walsh et al., 2019; 

O’Leary et al., 2018; Reidy et al., 2018; Seaton et al., 2018; National Intellectual Disability 

Database, 2017; Collins et al., 2014; Reidy et al., 2014). As a result, the number of people 

with an intellectual disability who are at risk of developing cancer is increasing, including 



Page | 2  
 

breast cancer (Satge et al., 2020; Bates & Triantafyllopoulou, 2019; O’Leary et al., 2018; 

Reidy et al., 2018; Satge et al., 2014; Hanna et al., 2011). Incidence rates for developing 

breast cancer are similar for women regardless of intellectual ability (Satge et al., 2020; 

Reidy et al., 2014; Willis, 2013; Truesdale-Kennedy et al., 2011; Wilkinson & Cerreto, 

2008). However, it has been reported that breast cancer awareness knowledge levels are low 

amongst women with an intellectual disability (Reidy et al., 2018; Truesdale -Kennedy et al., 

2011). Consequently, women with an intellectual disability often present with advanced 

breast cancers, which often have a poor prognosis (Satge et al., 2020; Seaton et al., 2018; 

Satge et al., 2014; Taggart et al., 2011). An increase in breast cancer awareness knowledge 

among this cohort of women could result in an earlier diagnosis in breast cancer with 

potentially more favourable long-term outcomes (Walsh et al., 2019; Satge et al., 2014).  

The aims of this structured narrative review are to: (i) critically explore the literature 

surrounding the concepts of breast awareness and breast cancer awareness and (ii) identify 

the barriers to breast cancer awareness for women with an intellectual disability.  The review 

findings are intended to assist in identifying the learning needs of women with an intellectual 

disability in relation to breast cancer awareness.  

2. Methods  

2.1 Data Sources 

The electronic databases CINAHL, Pubmed, PsychInfo and the Cochrane Database of 

Systematic Reviews were searched for relevant literature initially within a 10-year time limit 

(2006-2016) and subsequently updated (2006-2020) as part of a higher education programme. 

The PICO framework (Patient, Intervention, Comparison, and Outcome) guided the 

formulation of questions to assist with identifying relevant literature (Yensen, 2013) which 
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would identify the barriers (outcome) to breast cancer awareness (intervention) for women 

with an intellectual disability (patient).  

2.2 Search strategy 

Due to the numerous aspects of breast awareness and breast cancer awareness, several search 

strings were utilised to explore these concepts. All search strings were utilised in various 

combinations to ensure literature saturation. When combining search strings with (AND), the 

following limits were set: English language, abstract and years 2006-2020. The literature 

search was an iterative process. Reference lists of relevant publications were also used to 

identify other potentially relevant publications. Duplicate papers were removed. The search 

strings utilised for the literature review were as follows: 

• S1 Breast   

• S2 Cancer OR lesion OR malignancy OR neoplasm OR carcinoma OR tumor OR 

tumour  

• S3 Awareness, OR aware* OR knowledge  

• S4 Intellectual disability OR intellectual disabilities OR learning disability OR 

learning disabilities OR mental retardation OR mental handicap OR developmental disability 

OR developmental disabilities  

• S5 Risk OR risks OR cause OR causes OR risk factor OR risk factors 

• S6 Non-modifiable OR un-modifiable OR unmodifiable OR unchangeable OR un-

changeable 

• S7 Modifiable OR preventable OR prevent* OR changeable OR adaptable  

• S8 Barrier OR barriers OR block OR prevent* OR prevention OR preventive OR 

obstruct* 



Page | 4  
 

• S9 Literacy OR reading OR learn* OR learning OR knowledge OR education 

 

During the review of the literature, it became apparent that “literacy issues” was an area 

which required further exploration so search string (S9) was developed to glean more articles 

to inform the review.  

 

2.3 Eligibility Criteria 

Publications were eligible if they met the following inclusion criteria: (a) population included 

women in the general population or women with any level of intellectual disability; (b) breast 

awareness or breast cancer awareness including signs and symptoms of breast cancer, risk 

factors for breast cancer, breast screening mammography; (c) barriers or facilitators to breast 

cancer awareness in an intellectual disability context; (d) health literacy in an intellectual 

disability context. 

Once the search strategy was peer-reviewed (JH & MOM), titles and abstracts were assessed 

for inclusion against the eligibility criteria, followed by a full-text review. Key data in terms 

of breast awareness and breast cancer awareness were initially extracted. Following this key 

data in terms of barriers to breast cancer awareness in an intellectual disability context were 

extracted from 22 relevant studies (see table 1). Data were extracted (SW) and reviewed by 

two team members (JH & MOM) for accuracy with consensus reached through discussion. 

As this is a narrative review, the Critical Appraisal Skills Programme CASP (2016) checklists 

acted as informal guidance in the objective reviewing of the strength of the evidence for a 

novice researcher; therefore the formal reporting of the strength of the evidence has not been 

provided in this review. A list of themes from each paper was compiled to discover recurring 

themes. This resulted in the identification of three themes under the heading “concept of 

breast awareness and breast cancer awareness”; (i) defining breast awareness and breast 
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cancer awareness, (ii) breast cancer risk factors and (iii) breast screening mammography. 

Similarly, under the heading “barriers to breast cancer awareness for women with an 

intellectual disability” three themes were identified; (i) lack of understanding, (ii) role of the 

carer and (iii) literacy issues.   

3. Concepts of Breast Awareness and Breast Cancer Awareness 

Historically, women were encouraged to carry out monthly breast self-examinations to detect 

any changes in the breast (MacBride et al., 2012). However, since the results of two RCT’s 

(Thomas et al., 2002; Semiglazov et al., 1999) have been published, the focus has shifted to 

the broader construct of breast awareness (MacBride et al. 2012). Breast awareness is a 

concept which is closely linked with breast cancer awareness (O’Mahony et al., 2017) so 

consequently requires further clarification.  

3.1 Defining Breast Awareness and Breast Cancer Awareness 

Breast awareness occurs during the normal activities of daily living and involves a woman 

being aware of how her breasts look and feel normally, as well as knowing what changes to 

expect during her lifetime (Kennerly, 2015; BreastCheck, 2011; Harmer, 2008; Irish Cancer 

Society, 2008; Thornton & Pillarisetti, 2008). However, breast cancer awareness is slightly 

more complex as it also encompasses knowledge of signs and symptoms of breast cancer, 

risk factors for developing breast cancer in addition to attendance at breast screening 

mammography as appropriate (Chao et al., 2020; Kaushal et al., 2019; Irish Cancer Society, 

2008; Peacey et al., 2006).  
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3.2 Breast Cancer Risk Factors 

Risk factors for developing breast cancer are described as either non-modifiable or 

modifiable risk factors.Ageing and being female are considered to be the two most imperative 

non-modifiable risk factors (Chao et al., 2020; Kaushal et al., 2019; Hayes et al., 2013; 

Kharboush et al., 2011; Allen et al., 2010). Other non-modifiable factors which increase the 

risk of developing breast cancer include a family history of breast cancer, early age at 

menarche, later age at menopause, nulliparity, having the first child after 35years of age in 

addition to mammographically dense breast tissue (Chao et al., 2020; Rainey et al., 2020; 

American Cancer Society, 2015; Ryan et al., 2015; Irish Cancer Society, 2014; Manning et 

al., 2013; Nelson et al., 2012). 

Modifiable risk factors which increase one’s personal risk of developing breast cancer 

include a high alcohol consumption, lack of physical activity, obesity post-menopause, use of 

oral contraceptives and hormone replacement therapy (Rainey et al., 2020; American Cancer 

Society, 2015; Irish Cancer Society, 2014; Tazhibi & Feizi, 2014; Kratzke et al., 2013; 

Zeinomar & Moslehi, 2013; Cibulka, 2011; Kharboush et al., 2011; Lalor & Redmond, 2009; 

Peacey et al., 2006). There is also evidence in the literature to suggest that breastfeeding 

reduces one’s risk of developing breast cancer (Anothaisintawee et al., 2013; Nelson et al., 

2012; Pechlivani & Vivilaki, 2012).  

At least one quarter of breast cancers can be linked with modifiable risk factors (Ryan et al., 

2015; Wilson et al., 2013). Therefore, it is important for women to be aware of the 

modifiable risk factors for developing breast cancer as it may influence their lifestyle choices 

which increase or decrease their personal risk of developing breast cancer (Sherman & Lane, 

2015; Kratzke et al., 2013). As stated previously, an additional component of breast cancer 
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awareness is attendance at breast screening mammography as appropriate (Chao et al., 2020; 

Irish Cancer Society, 2008).  

3.3 Breast Screening Mammography 

Mammography continues to be the foundation of population-based breast cancer screening 

and attendance is recommended every two years from 50-69years (Lauby-Secretan et al., 

2015; Balaji, 2014; Haakinson et al., 2010; Perry et al., 2006). Although, there are those who 

continue to question its effectiveness in reducing breast cancer mortality (Gotzsche & 

Jorgensen, 2013; Coldman & Philips, 2011; Harris et al., 2011; Jatoi, 2011), there is 

continued evidence supporting the viability of breast screening programmes whilst also 

acknowledging the negative impacts of breast screening mammography (Lauby-Secretan et 

al., 2015; Marmot et al., 2013).   

Ultimately, by increasing breast cancer awareness, it is hoped that women will present earlier 

with potential symptoms leading to an earlier diagnosis and treatment which have potential to 

improve survival rates from breast cancer (Ruddy et al., 2014; Forbes et al., 2010; Linsell et 

al., 2010). This applies to women of all abilities. Unfortunately for women with an 

intellectual disability, barriers exist to becoming breast cancer aware. Once they have been 

identified it may then be possible to overcome such barriers in order to facilitate an 

environment for breast cancer awareness. Figure 1 presents the key aspects of breast 

awareness and breast cancer awareness, in addition to the associated outcomes, as identified 

from the review. It is important to note the key aspects of each concept prior to reviewing 

breast cancer awareness within an intellectual disability context as there are further 

considerations required for women with an intellectual disability which will be elaborated in 

the next section.  
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Figure 1: Summary of key points of breast cancer awareness 

 

4. Barriers to Breast Cancer Awareness for Women with an Intellectual Disability  

Barriers to breast cancer awareness which exist for women with an intellectual disability 

include a lack of understanding, carer attitudes and carer knowledge, literacy skills and 

availability of health information (Plourde et al., 2018; Satge et al. 2014; Hanna et al., 2011; 

McIlfatrick et al., 2011; Taggart et al., 2011). Further exploration of these barriers will 

identify what needs to be implemented to transform these barriers into facilitators for breast 

cancer awareness. This will ensure women with an intellectual disability are afforded the 

same opportunities as women in the general population in becoming breast cancer aware.  

4.1 Lack of Understanding 

Women with an intellectual disability may not participate in active breast cancer awareness 

due to their level of cognitive function, lack of motor skills or equally may not understand the 

need for breast awareness (Reidy et al., 2018; McIlfatrick et al., 2011; Taggart et al., 2011; 
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Davies & Duff, 2001). Additionally, in several studies, women with an intellectual disability 

have been reported to display a lack of understanding of breast cancer signs, symptoms and 

risk factors (Reidy et al., 2018; Satge et al., 2014; McIlfatrick et al., 2011; Taggart et al., 

2011; Davies & Duff, 2001). Furthermore, feelings of embarrassment and worry have been 

reported as deterrents in reporting potential symptoms to a doctor or carer (Reidy et al., 

2018). The inability to self-examine one’s breasts in addition to a lack of understanding of 

breast cancer signs, symptoms and risk factors could be classified as barriers for women with 

an intellectual disability becoming breast cancer aware. However, it must be noted the years 

in which majority of these studies took place (2001-2011); there may not have been an 

emphasis on the importance of breast cancer awareness practices for women with an 

intellectual disability.  

As women with an intellectual disability are a vulnerable group, the nature of clinical breast 

examination leads to barriers for healthcare professionals (HCP’s) in carrying out breast 

examinations (Collins et al., 2014; Taggart et al., 2011). A lack of clarity exists on whether 

clinical breast examinations by carers are appropriate and with whom the responsibility 

should lie, with the role of general practitioners being cited as a potential option (Collins et 

al., 2014; Lalor & Redmond, 2009). Furthermore, limited ethical guidelines and staff training 

are available, highlighting the need for women with an intellectual disability to become breast 

cancer aware themselves (Collins et al., 2014; Hanna et al., 2011; Lalor & Redmond, 2009).  

Breast screening mammography uptake in women with an intellectual disability is commonly 

documented as being below the optimum level and remains under reported (Plourde et al., 

2018; Swaine et al., 2013; Wyatt & Talbot, 2013; Parish et al., 2012; Taggart et al., 2011; 

Truesdale-Kennedy et al., 2011; Wilkinson et al., 2011; Lalor & Redmond, 2009). Barriers to 

attendance at screening mammography for women with an intellectual disability have been 
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reported by HCP’s due to cognitive and communication deficits, level of understanding in 

addition to ability to consent, mobility and physical health (Bates & Triantafyllopoulou, 

2019; McIlfatrick et al., 2011; Lalor & Redmond, 2009). Additionally, negative emotions 

such as fear, anxiety, discomfort and pain have been reported by carers as reasons why 

women with an intellectual disability have refused to attend their screening mammography 

appointment (Bates & Triantafyllopoulou, 2019; Taggart et al., 2011). Upon questioning, 

women with an intellectual disability have described similar feelings of fear, stress, 

embarrassment and anxiety in addition to a lack of knowledge and understanding about 

mammography (Swaine et al., 2014; Parish et al., 2012; Truesdale-Kennedy et al., 2011; 

Wilkinson et al., 2011). Despite this, their motivation for having at least one mammogram 

was derived from the “need to fit in” with women in the general population (Wilkinson et al., 

2011). 

Based on the above discussion of potential barriers to breast cancer awareness, it is clear 

women with an intellectual disability will require an element of assistance/support thus, 

reinforcing the important role of the carer, in this regard (Byrnes et al., 2020; Swaine et al., 

2013). 

4.2 Role of the Carer 

Primary carers of women with an intellectual disability, whether they are paid or familial, 

have a crucial role in promoting the health of these women (Reidy et al., 2018; Wyatt & 

Talbot, 2013). They are often the main support network for a woman with an intellectual 

disability; not only do they support and care for the woman but also play a key role in 

interpreting and relaying information between the woman with an intellectual disability and 

the HCP’s (Reidy et al., 2018; Forbat & McCann, 2010). Furthermore, people with an 

intellectual disability have identified the need for carers to embrace a supportive role as 
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opposed to a caring role (Abbott & McConkey, 2006). A lack of knowledge or understanding 

amongst carers of women with an intellectual disability has been linked with negative carer 

attitudes towards cancer and cancer prevention (Bates & Triantafyllopoulou, 2019; Wyatt & 

Talbot, 2013). There are contrasting findings in the literature with two studies reporting that 

carers believe women with an intellectual disability are not at risk of developing breast cancer 

(Cobigo et al., 2013) whilst one study reported that carers believe people with an intellectual 

disability have similar cancer diagnosis rates as the general population (Wyatt & Talbot, 

2013). Consequently, carer attitudes to cancer screening and prevention may influence the 

care of people with an intellectual disability and potential health promotion opportunities may 

be missed (Wyatt & Talbot, 2013; McIlfatrick et al., 2011).  

As women with an intellectual disability are living longer and their risk of developing breast 

cancer increases, carers’ knowledge about breast cancer risks, signs and symptoms will 

become more important (Reidy et al., 2018; Wyatt & Talbot, 2013; Taggart et al., 2011). The 

literature has again reported contrasting findings with one study identifying that carers lack 

awareness of risk factors for developing cancer (Hanna et al., 2011). In contrast, two studies 

reported that carers demonstrated a good awareness of the risk factors for developing breast 

cancer and good knowledge about cancer risk-reducing behaviours in addition to the 

importance of early detection and screening (Wyatt & Talbot, 2013; McIlfatrick et al., 2011). 

Despite these latter two studies portraying that carers possess an awareness of breast cancer 

risks, signs and symptoms, it appears that a lack of confidence is preventing carers from 

sharing this knowledge through educating women with an intellectual disability about breast 

cancer awareness. Consequently, this may impact the integral role of carers in supporting 

women with an intellectual disability in accessing breast screening mammography.  
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An additional barrier to screening mammography for women with an intellectual disability 

has been reported by studies as carers’ personal attitudes to breast screening mammography 

(Byrnes et al., 2020; McIlfatrick et al., 2011; Rees, 2011; Truesdale-Kennedy et al., 2011). 

Several studies have identified that carers received little or no formal training about cancer 

screening, cancer awareness and cancer health promotion activities for people with an 

intellectual disability (Wyatt & Talbot, 2013; Hanna et al., 2011; Rees, 2011). Consequently, 

the main sources of knowledge came from the carers’ personal experiences and health 

promotion campaigns (Seaton et al., 2018; Wyatt & Talbot, 2013; Rees, 2011). Without 

appropriate training for carers, there is a risk that people with an intellectual disability will be 

provided with inaccurate information regarding breast cancer awareness and screening 

(Willis, 2016; Rees, 2011). 

Carers also have an integral role in the promotion of healthier lifestyles for women with an 

intellectual disability in an attempt to reduce their risk of developing breast cancer. The 

importance of support from carers in promoting healthier lifestyle choices, particularly for 

people with a mild intellectual disability living independently in the community, as opposed 

to those in institutional care, is reiterated by several authors (Hseih et al., 2014; De Winter et 

al., 2012; Hanna et al., 2011). Furthermore, studies have highlighted the need for further 

education for both the carers and the women with an intellectual disability on healthier eating 

habits, the importance of physical activity and the long-term negative impact of an unhealthy 

lifestyle (O’Leary et al., 2018; Hseih et al., 2014; De Winter et al., 2012; Hanna et al., 2011). 

Nevertheless, what is clear from the literature is that there is an imperative role for carers to 

play in empowering women with an intellectual disability in being breast cancer aware 

(Wilkinson et al., 2014; McIlfatrick et al., 2011). Ultimately, the goal should be to encourage 

women with an intellectual disability to assume ownership of their own health and play an 
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active role in their healthcare decisions (Reidy et al., 2018; Bergstrom et al., 2014; Swaine et 

al., 2013; Parish et al., 2012). In order to promote empowerment, carers need to be equipped 

with the relevant knowledge, skills and strategies to facilitate education and choice where 

understanding and communication can be an issue for women with an intellectual disability 

(Wyatt & Talbot, 2013). Therefore, it is essential to include carers in any efforts to improve 

breast cancer awareness in this cohort of women (Willis, 2016; McIlfatrick et al., 2011). 

Empowering women with an intellectual disability to be breast cancer aware requires 

education about the importance of breast cancer awareness, ways to communicate effectively 

with HCPs and ways to manage their fears and anxieties (Parish et al., 2012). Empowerment 

of the individual with an intellectual disability may be facilitated through person-centred 

planning and ensuring information is presented in a variety of formats to suit their literacy 

ability (Bergstrom et al., 2014).  

4.3 Literacy Issues 

Literacy encompasses the skills one requires to be able to participate fully in society and 

includes listening, speaking, reading, writing, numeracy and using everyday technology to 

communicate and handle information (NALA, 2016; Hock, 2012). Health literacy has been 

defined as; “the degree to which individuals have the capacity to obtain, process, and 

understand basic health information and services needed to make appropriate health 

decisions” (Institute of Medicine, 2004, pg.20). A strong link has been found between 

literacy and health (Wilson, 2003) and between health literacy and outcomes (Gatti et al., 

2009). Adults with learning disabilities are known to have lower literacy levels than those 

without learning disabilities (Albuquerque & Carvalho, 2020; MacArthur et al., 2010; 

Mellard & Patterson, 2008). 
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Studies have determined that adults with learning disabilities score significantly lower in 

areas such as reading comprehension (p<0.001), functional reading skills (p<0.001), general 

intelligence (p<0.05), decoding (p<0.001), word recognition (p<0.001), spelling (p<0.001), 

and fluency (p=0.012) when compared with adults without a learning disability (MacArthur 

et al., 2010; Mellard & Patterson 2008). Furthermore, levels of intellectual disability will also 

impact a person’s ability to understand information and communicate effectively. It has been 

reported that people with mild intellectual disability possess a higher capacity to 

communicate and interpret communication than those with moderate intellectual disability 

(Dordevic et al., 2016). This is important to note when educating women about breast cancer 

awareness in order to meet the needs of the individual. 

Consequently, communication difficulties and low literacy levels act as barriers for women 

with an intellectual disability in becoming breast cancer aware (Byrnes et al., 2020; Bates & 

Triantafyllopoulou, 2019). Communication difficulties, a lack of knowledge and accessible 

information on breast cancer risks, preventions and screening mammography prohibit women 

with an intellectual disability having the ability to communicate effectively and seeking 

timely advice from health care providers (Parish et al., 2012; McIlfatrick et al., 2011). 

Moreover, a low level of health literacy is linked with poorer health outcomes (Bergstrom et 

al., 2014). Therefore, to improve health behaviours including breast cancer awareness, health 

literacy needs to be addressed for women with an intellectual disability.  

However, a lack of user friendly, accessible information about cancer has been widely 

reported to be a barrier to good quality care for women with an intellectual disability (Byrnes 

et al., 2020; Hanna et al., 2011; Taggart et al., 2011). When attempting to improve health 

literacy and health behaviours for adults with an intellectual disability there is a need to set 

individual goals and modify delivery methods whilst creating an individualised supportive 
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context (Bergstrom et al., 2014; Mellard & Patterson, 2008). Widely used formats for 

delivering accessible information include: easy-read information, pictures using talking mats, 

audio and DVD systems, computer software and internet based systems (Oldrieve & Waight, 

2013). However, presently the majority of advertisements and information about breast 

cancer and screening require a literacy level which women with an intellectual disability may 

lack (Byrnes et al., 2020; Taggart et al., 2011; Wilkinson et al., 2011; Wilkinson & Cerreto, 

2008).  

Therefore, it can be hypothesised that empowering women with an intellectual disability 

through improved health literacy, will result in improved health outcomes in the context of 

breast cancer awareness. As previously stated, carers/staff play an integral role in supporting 

and maintaining new skills acquired by individuals with an intellectual disability (Bergstrom 

et al., 2014; Hanna et al., 2011; Truesdale-Kennedy et al., 2011). For this reason, additional 

staff training/education may be required to facilitate access to appropriate health information 

(Oldrieve & Waight, 2013).  

In summary, several key barriers to breast cancer awareness for women with an intellectual 

disability have been outlined. If these barriers are addressed, they are likely to become 

facilitators for breast cancer awareness which in turn will assist in reducing health disparities 

for women with an intellectual disability. Figure 2 presents a summary of the facilitators of 

breast cancer awareness in an intellectual disability context. 
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Figure 2: Summary of the facilitators of breast cancer awareness in an intellectual disability context 

5. Limitations  

There are some limitations to the current review. This is a narrative review, rather than a 

systematic review, however a systematic and comprehensive search strategy was undertaken 

using multiple databases and searching of grey literature to identify all eligible studies for the 

review. Data were extracted by one author (SW), rather than two authors independently, 

however peer reviewing of extracted data and the formulation of themes occurred. It must be 

acknowledged that other reviewers may highlight different themes or grouping of the studies. 

Furthermore, peer-reviewing included peers and mentors; however the inclusion of a wider 

stakeholder group, including people with intellectual disabilities and their care givers, could 

have further strengthened the review process. 

Breast Aware
• Knowing what changes to expect in ones  

breast over the course of ones lifetime
• Awareness of how ones breasts look & 

feel
• Having confidence to look at and feel ones 

breasts and recognise changes that are 
not normal

• Part of normal daily activities/routine
• Reporting changes  to a health care 

professional in a timely fashion

Breast Cancer Aware
• Breast awareness
• Knowing the signs  and symptoms of 

potential breast cancer
• Awareness of the risk factors for breast 

cancer
• Awareness of the personal risk of 

developing breast cancer including the 
role of modifiable risk factors

• Awareness of the importance of attending 
national breast screening programme 
appointments as scheduled  

Outcome (consequence)
• Being breast cancer aware
• Early presentation to a health care 

professional with signs/symptoms
• Early assessment and a timely diagnosis of 

breast cancer

Breast Aware in an Intellectual 
Disability Context (Facilitators)

• Empowerment of women with an ID 
to be breast aware

• Carer support in being breast aware
• Involvement of GP (if applicable) for 

clinical breast examinations

Breast Cancer Aware in an 
Intellecutal Disability Context 

(Facilitators)

• Empowerment  of women with an ID 
to be breast cancer aware & in 
healthcare decisions

• Carer support in being breast cancer 
aware

• Access to health education 
information at appropriate literacy 
level and format

• Facilitation of open /clear 
communication

• Interpretation of personal risk of 
developing breast cancer

Outcomes in an Intellectual 
Disability Context 

(Facilitators)

• Increased empowerment of women 
with an ID in being breast cancer 
aware & in healthcare decisions

• Supported breast cancer awareness 
for women with an ID
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6. Conclusion 

When compared to women in the general population, women with an intellectual disability 

have a comparable risk of developing breast cancer and are exposed to similar risk factors. 

However, women with an intellectual disability present with advanced breast cancers, which 

often have a poor prognosis. This has been attributed to poor attendance at screening 

mammography, communication difficulties and ultimately, a lack of breast cancer awareness 

by women with an intellectual disability.  

Barriers to breast cancer awareness for women with an intellectual disability include a lack of 

understanding about breast cancer, role of the carer, literacy skills and availability of health 

information. Additionally, limited ethical guidelines and training prevent carers from 

performing clinical breast examinations for women with an intellectual disability. Barriers to 

attendance at screening mammography for women with an intellectual disability have been 

documented as cognitive and communication deficits, level of understanding in addition to 

ability to consent, mobility issues, physical health, fear, anxiety, discomfort and pain.  

Primary carers play a crucial health promotion role in supporting women with an intellectual 

disability in becoming breast cancer aware. However, carers need to be empowered in such a 

role through appropriate training and education. This will assist them to empower women 

with an intellectual disability through person-centred planning; ensuring information is 

presented in a variety of formats to suit women’s literacy ability. In order to dispel existing 

barriers for women with an intellectual disability in becoming breast cancer aware, it is 

important to not only improve health literacy through accessible health education information 

but equally to empower women with an intellectual disability in making informed choices 

and gaining control over their healthcare decisions. Facilitating breast cancer awareness for 
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women with an intellectual disability has the potential to result in better long-term outcomes 

through an early diagnosis of breast cancer.  
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Table 1: Extract of the study details which informed the literature review 

1. Authors (Date), Country 
2. Site of recruitment 
3. Sample details, level of  ID 

1. Study methodological approach 
2. Aim of study 
3. Data Collection 

1. Abbott & McConkey (2006), UK 
2. Supported living or shared group homes 
3. People with an ID (n=68), level of ID not specified 

1. Qualitative Study 
2. To identify barriers to social inclusion as perceived by people with an 

ID 
3. Focus groups 

 

1. Bergstrom et al. (2014), Sweden 
2. Health course for people with mild/moderate ID 
3. People with a mild/moderate ID (n=83) 

1. Qualitative study 
2. To explore the barriers and facilitators in health education for adults 

with ID 
3. Unstructured observations, group discussions with course leaders & 

evaluation notes from course leaders 
 

1. Davies & Duff (2001), UK 
2. Community group homes  
3. Women with an ID (n=58), level of ID not specified  

1. Quantitative study  
2. To explore the breast cancer awareness practices of women with an ID 
3. Postal questionnaire 

 

1. De Winter et al., (2012), The Netherlands 
2. Care organisations (n=3) 
3. People with varying levels of ID (n=945) 

1. Cross-sectional study 
2. To establish the prevalence of overweight, obesity & body fat 

percentage in older people with an ID & compare to the general 
population 

3. Medical record, general practitioners & psychologists input, physical 
examinations & pedometers 
 

1. Dordevic et al., (2016), Serbia 
2. Day care centres & residential institutions  
3. People with a mild ID (n=25) &  moderate ID (n=35)  

1. Quantitative study 
2. To determine the ability level of paralinguistic production  & 

comprehension in adults with an ID 
3. Paralinguistic scale from “The assessment battery for communication” 

 

1. Forbat & McCann (2010), UK 
2. Advocacy organisation & service providers (n=23) 
3. People with an ID (n=4), level of ID not specified 

1. Qualitative study 
2. To develop an advisory forum of adults with an ID affected by  cancer 

& to inform the development of a research agenda 
3. Semi-structured interviews 

 

1. Hanna et al., (2011), UK 
2. Residential facilities for people with an ID (n=15) 
3. Residential staff (n=40) 

1. Exploratory descriptive study 
2. To examine how care staff engaged in cancer prevention and health 

promotion activities on behalf of people with an ID 
3. Postal survey 

 

1. Hsieh et al. (2013), USA 
2. Various care & support organisations 
3. People with varying levels of ID (n=1,450),  

1. Mixed methods study 
2. To examine the prevalence of obesity in adults with an ID compared to 

the general population 
3. Postal & online surveys 

 

1. Lalor & Redmond (2009), Ireland 
2. Residential care sites (n=3) 
3. Primary carers of  post-menopausal women with varying 

levels of ID (n=90) 

1. Explorative descriptive study using quantitative methodology 
2. To explore the extent of breast cancer screening for post-menopausal 

women with an ID living in residential care 
3. Questionnaires 

 

1. MacArthur et al., (2010), USA 
2. Adult basic education programmes (n=23) 
3. People with learning disabilities (n=486) 

1. Quantitative study 
2. To investigate the reliability and construct validity of measures of 

reading component skills with a sample of adult basic education learners 
and to describe the performance of those learners on the measures 

3. Use of 11 measures of reading component skills 
 

1. McIlFatrick et al., (2011), UK 
2. Health & social care trusts (n=3) 
3. Primary healthcare staff (n=8), Breast care staff (n=10) 
 

1. Qualitative study 
2. To explore the role of HCP’s on supporting women with ID to access 

breast screening 
3. Focus groups & telephone interviews with a semi-structured interview 

schedule 
 

 
1. Mellard & Patterson (2008), USA 
2. Adult education programmes 
3. People with learning disabilities (n=89) & people without 

learning disabilities (n=222) 
 

1. Quantitative study  
2. To determine the differences between adult learners with learning 

disabilities and those without learning disabilities  
3. Structured interviews & measures of reading comprehension, functional 

literacy & general intelligence 
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1. Parish et al., (2012), USA 
2. Community colleges, community rehabilitation  

programmes & vocational/residential organisations 
3. Women with a mild-moderate ID (n=175) 

1. Randomised controlled trial  
2. To measure the success of the “Women be Healthy” educational 

intervention in improving the knowledge levels of women with an ID  
about cervical and breast cancer screening  

3. Baseline knowledge survey and post-test computer assisted face-to-face 
individual interviews 
 

1. Plourde et al., (2018), Canada 
2. Healthcare database & disability support programme 

database 
3. Women with an ID eligible for breast cancer screening 

(n=5,417) 

1. Quantitative, retrospective population based cohort study 
2. To examine the association between the level of primary care continuity 

and breast & cervical cancer screening rates in women with intellectual 
disability 

3. Database searches 
 

1. Rees (2011), UK 
2. Community healthcare Trust (n=1) 
3. HCP’s (n=32) 

1. Quantitative study 
2. To assess the awareness of cancer screening programmes among 

frontline staff working with people with learning disabilities 
3. Online questionnaire 

 

1. Reidy et al., (2018), Ireland 
2. Intellectual disability service provider 
3. Women with a mild-moderate ID (n=45) 

1. Quantitative, cross-sectional descriptive 
2. To explore breast cancer and screening awareness among Irish women 

with an ID 
3. Questionnaire 

 

1. Satge et al., (2014), France 
2. One hospital over 18 year period  
3. Women with mild, moderate & severe ID (n=11) 

1. Quantitative study  
2. To evaluate the age at & stage of diagnosis of breast cancer in women 

with an ID 
3. Medical health records & database search, interviews with HCP’s 

involved in participants care 
 

1. Swaine et al., (2014), US 
2. Community colleges, community rehabilitation  

programmes and residential organisations 
3. Women with a mild, moderate & severe ID (n=198) 
 

1. Randomised controlled trial  
2. To compare the effectiveness of the existing cervical and breast cancer 

screening educational intervention “Women be Healthy” and a revised, 
extended intervention “Women be Healthy 2”  

3. Face-to-face, computer assisted individual interviews were conducted 
pre and post the intervention 
 

1. Taggart et al., (2011), UK 
2. Health & social care trusts (n=3) 
3. Community ID nurses (n=16), Residential support staff 

(n=13) 

1. Qualitative study 
2. To examine how community nurses and residential staff support women 

with an ID to access breast screening services 
3. Focus groups with a semi-structured interview schedule 

 

1. Truesdale-Kennedy et al., (2011), UK 
2. Health & social care trusts (n=3) 
3. Women with borderline to moderate ID (n=19) 

1. Qualitative descriptive study 
2. To explore breast cancer knowledge among women with an ID & their 

experiences of receiving breast mammography 
3. Focus groups with a semi-structured interview schedule 

 

1. Wilkinson et al., (2011), USA 
2. Community groups (n=4) 
3. Women with an ID (n=27) , level of ID not specified 

1. Qualitative study 
2. To explore the perceptions & understanding of mammography for 

women with ID & the potential barriers to mammography 
3. Semi-structured interviews 
 

1. Wyatt & Talbot (2013), UK 
2. Independent sector organisations (n=3) 
3. Paid carers (n=324) 

1. Exploratory study 
2. To investigate the knowledge of and attitudes to cancer of paid carers of 

people with an ID 
3. Questionnaire 
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