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Abstract

Objective: To examine the compass and nature of relevant research and identify gaos in
current evidence in order to determine the priority of future relsedoout breast cancer and
ID.

Methods: A scoping study which comprised of a consultagsercise with a wide range of
key stakeholders (n26) from one Northern City (Sheffield) within the UK.

Results: This study identified humerous gaps in the current evidence basighlighteda
dearth of research that focuses specifically on the information and supporoheesisen
with IDs (and their carers) across the breast cancer patient pathwayn Yéhinterviews,
whilst 'reasonable adjustments' were being made and there wascevafegood practice,
they were neither strategic nor systematic. Participants suggested that fsgaretreshould
focus on devising protocols to advise on the legal, ethical and cliniparatives so that
clinical governance in this area is assured.

Conclusions: There remains a dearth of research or practice guidelines at eageyo$tthe
breast cancer care pathway for women with ID. This may arguaiytéelate diagnosis, sub
optimal treatment and management and overall survival rates fgrthip. Further research
is needed to understand the specific information and support needs of both woméDd with
(and their formal and informal carers) through the breast care patamdyto identify
appropriate protocols, strategies and interventions in order to address these.
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Introduction

There are approximately 1.6 million people living with an intellectual disabil@y {ih
England [1] with the incidence of cancer now rising to levels compareititethat of the
general population [2, 3] and the health care needs of peopléDwitha key priority for the
UK Government [2-9].The life expectancy of people withhas increased significantly in
recent years [1,2], with a mean life expectancy now being estinatesl 74, 67 and 58 for
those with mild, moderate and sevéerespectively 10]. The World Health Organization
uses intelligence quotient (IQ), social functioning and age of onset to detdbBnimi¢h the
IQ element being the conventional cut-off score of 70. Below this sbere tare four
classifications of ID: mild (5669), moderate (3819), severe (2134) and profound (20 or
lower). However, in a primary care setting IQ score is not alweadily available, making

these distinctions more difficult to apply in practidd]|

People with ID are 2.5 times more likely to have complex health needscahgrared to the

rest of the populationlpP]. Communication difficulties and reduced health literacy also limit
effective communication skills and reduce the capacity of people witholBsrivey health
needs to otherslB]. Deficiencies in access to and the quality of health care provision are
other examples of health inequalities experienced by people DstiThese include physical

and informational barriers to accesexperienced or discriminatory healthcare staff; failure
of healthcare providers to make ‘reasonable adjustments’ and ‘diagnostic overshadowing’

(e.g. symptoms being mistakenly attributed to either a mental heidvioural problem or

as being inherent in the person’s IDs) [13-15]. A recent UK confidential inquiry into the
premature deaths of people with IDKG] concluded that the quality and effectiveness of
health and social care given to people with IDs is deficient with 'many pmiafsiare
either not aware of, or do not include in their usual practice, approachesldipaservices to
meet the needs of people wilbsl..and there was considerable evidence of fragmented care '

[16:5]. Other measures taken in response to the inquiry's report included 'reasonabl
adjustments' to general health services primary care trusts (PCTS).[8lencap in their
report 'Death by Indifference'l§] argued that the systemic failure of health care
organisations to adjust their practices to take account of the partiogeds and
circumstances of people with ID should be considered as an example of institutional

discrimination.



In the UK over 1 in 3 people will develop some form of cancer durinig lifetime [19].
Due, in part, to increased longevity, the incidence and pattern afrcamongst people with
IDs is rapidly changing [120]. Recent figures suggest that the incidence of cancer among
people with ID is comparable with that of the general population [2, 3]. Howkveéate,
there is contradictory evidence on incidence ra2d§ freatment and survival outcomes for
people with an ID [2]. The potential to delay diagnoses can then lgembiter outcomes and
higher cancer mortality in this group. [1, 22-24]. Current advice from the Department of
Health is that GPs should not carry out breast examinations, but that womensemrtte
more 'breast aware' [9]. This is likely to be an unrealistic goal for aawamith moderate or
severe IDs. They are also less likely to have an awareness or appreciatiatieclechdreast
awareness campaigng5. A recent UK report suggests that whilst people with ID can
absorb health promotion information, they need on-going support from peoplettwaher
health professionals, such as carers, families or community supports to maistéarthing
[14]. Several studies have highlightthe challenges GPs face in identifying the people with
ID on their lists in order to offer them services [28]. Annual health checks for people with
IDs typically lead to the detection of unmet need and unrecognised and potérgaityle
conditions [L3]. However, only half of the adults with ID who are eligible for healthckke
under an incentivised Directed Enhanced Service scheme receive2®ie® [ Additionally,
even when the patient with ID is successful in making an appointmeee thair GP, many
GPs lack confidence in treating the8®{32].

The NHS Cancer Screening Programmes publistgeadd practice guidance ‘Equal access to
breast and cervical screening for disabled women’ [33]. However, screening uptake rates
among women with ID remain low [2, 84, 34, 35. There has also been some debate
regarding the appropriateness and difficulties associated with screening in thi§2Hlodp
recent inquiry found that people with IDs not responding to the invitatoparticipate
because they did not understand the importance or implications of the sgraeadifound
the process difficult to follow16]. They also found no evidence that people had received
accessible information about the screening programme, and that thditlevagidence that
no 'reasonable adjustments' had been made to support their participéfidnHas also been
suggested that the reason for lower uptake may be due to GPs talking eralniletision
that screening is inappropriate for some women and omitting themtfre list of eligible
patients 16, 25.



A recent National Cancer Surve4(36] found that patients with an ID reported less positive
experiences than other patients, however, there have been no detailed st the patient
experience reported by cancer patients with IDs. GPs referrals oftén fadntion a person
had IDs when referring them to hospital services and hospitals do not 'rotftaglpeople
with IDs who might need reasonable adjustments made for tHdén Additionally,
appointment letters were usually sent in a standard format that wasyab eaad for those
with IDs. A review of the cancer information needs of people with ID reporsgdhtalth
care professionals lack guidance, expertise, training and knowledge ofuodrating and
caring for people with ID [116]. Similarly, health professionals working in the field &f |
lack the specialist knowledge of cancer care management and negddidwece and support
from oncology services [1]. There is also evidence to suggest thiatasls do not seek the
consent of people with ID when providing tests and treatments and thabfteaybase

decision making on the assumption of incompetence and 'best interestdeBi4i

Our research question was: What is known about the needs of people with IDs iroorder t
promote early awareness and earlier presentation of breast cancer syrapirensure
optimal breast cancer treatment and management? To address this, g stagynwas
undertaken between April 2013 and August 2013. The aims were twofold: (i) to exhmine
compass and nature of research and identify gaps in the currentoevidend (i) to
determine priorities for future research with regard to the information and suygeals of
women with IDs. The methodological framework for undertaking the scopirgise was
guided by Arksey & O'Malleydg].

M ethods

Approval to undertake the scoping study was obtained from the lafiemGovernance and
Caldicott Support Department at Sheffield Teaching Hospitals NHSdation Trust and
from Sheffield Hallam University Faculty Ethics Committee. A list of purposigelected
key stakeholders (n=22) including those from national statutory and taptubodies;
managers and practitioners from local organisat{or21) and a local advocacy group for
people with IDs and their carers (3 women with ID interviewed togethethit one
Northern UK City (Sheffield) were identified by the study team and subsequmvited (by
post or email) to take part in the scoping exercise. Information aboytrdfext and the
proposed interview guide was also included with the invitation. All agreed tudygiewed.

Four additional stakeholders were identified using snowball sampling (25imeréewed
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face to face and 1 via telephone). Recruitment ceased once datticgatusd occurred. i\
interview schedule was developed from the literature and by the sady who all had
expertise in the field of ID research or breast cancer research. The scioedskd on breast
awareness, screening, diagnosis and treatment for people with IDs and perceived gaps i
research and service provision. This guide was subsequently piloted on two professionals (1
GP and 1 Health Care Commissioner) and amended prior to the consultation period. Consent
to interview the stakeholders was obtained prior to the interview conmgenthe
interviews were audio-recordedranscribed by the two researchers undertaking the

interviews (AMcC/SM). Analysis was undertaken using the framework appr8éch [

Results
Twenty six participants consented to be interviewed for this studyvieseduration ranged
from 15 to 45 min. The thematic frame categorised the data into three main themes:

¢ roles and responsibilities

e inclusion - making 'reasonable’ adjustrisen

e communication
The themes reported were identified by both the professional groups and tiserIBarer
advocacy group with no themes unique to participants with 1D, althougbathple size is
too small to draw any conclusions about this. See Table 1 for skidasdrative quotes to
highlight the themes identified.

Theme 1: Roles and Responsibilities

It was evident within the interviews undertaken that people viddh dan pose particular
challenges for services. A key main theme to arise from thevienes, and one which was
raised by most of the participants was the need for clear guidanceoois vésponsible for
overseeing breast health and awareness for this cohort of women. There w
acknowledgement that due to the range of cognitive ability and dacietion within the
population made a one-stop solution difficult to achieve. There vedésaa concern among
the interviewees and no evident allocation of roles and responsibilities. Thsrelgo
concern that some women with ID would be incapable of undegattiis role and
participants were unaware of any formal guidelines that laid out the rdsititesi for

undertaking these activities.



One tailor-made training and awareness raising opportunity for women Witb help them
in examining their breasts and understanding breast awareness mesaagetentified
within the interviews. This initiative was provided by local commity nursesThese events
were said to be well attended and usefuth® target group of women. The interviewer
prompted participants by asking if this initiative could be extendegiviog carers some
information to enable them to have a more proactive role and whileothmunity nurses
favoured the idea of establishing some variety of 'Train the Trairferg' dited lack of
resources as a barrier to establishing this initiative.

The care home managers and the support worker interviewed viewed bathingidisg an
ideal opportunity to perform some visual checks on their client's physiatihtend that
through the act of washing a woman's body it might be possible ta tdirormalities' in
the breast. They were equally clear, and the GPs supported this iatgsprehat bathing
should be primarily an exercise in assisting personal hygiene rather tbeificspreast
examination. As oneDl manager phrased it, 'We do personal care but we can’t go groping
their breasts'.

The need for leadership, guidance and protocols at a city levelesboed by many of the
front line workers that were interviewed. The service manageryigweyd were also aware
of this issue and stated that they were actively considering options to address thi

Most participants felt that future research should focus on devising protoaalsise on the
legal, ethical and clinical imperatives so that clinical governancdi# specific area is
assured.

Theme 2: Inclusion- Reasonable adjustments

The second theme to emerge from the interviews was athermbncept of inclusion. This is
operationalized as making 'reasonable adjustments' to services in ordemtanadede those
patients whose disabilities and/or impairments mean that standard procerepravent
their access to routine treatment and therapies.

Whilst within the interviews 'reasonable adjustments' were being raadethere was
evidence of good practice, they were neither strategic nor systematce \Wiappenedt i
happeed largely due to the efforts of committed individuals or teams who took it on
themselves to make the necessary provision to accommodate the IB thieg met
professionally. Many participants identified the difficulties in identifyadjustments that
will improve the experience of women with ID as they were viewed as baing

heterogeneous group with complex and varied needs. This theme was notcaneast



specific and s viewed as being applicable to other cancers tangkople with IDs more
widely.

Women with IDs received the same invitation letter as women without an iderfified
However, if the screening service were aware of the ID in advanceenwarare given a
longer appointment time and two staff were dedicated to this apmmihtmHowever for
these reasonable adjustments to be made, it relied on GPs flagging up womeébsveittd |
communicating theeto the screening service

Several participants spoke of a number of instances where women had attendidi rimit
get screened. The reason most often being because the women besteassedi or their
physical condition meant that correct positioning necessary could nobhiexed. The actual
process of breast screening, for example, demands that the worognitsvely aware of the
procedure and physically able to comply with the intervention.

Participants suggesd that future research efforts should be directed towards develaping
pathway that contains step-off alternatives that can be deployed, withllthgreement of
the individual and supported in the decision making by carers, so that optimunetreastm

made available at each stage of the process from diagnosis to treatment.

Communication

The third theme to emerge from the interviews, which wasety related to making
reasonable adjustments, was the challenge of communicating effeatiitblythe target
population. Most participants stated that health promotion messages on breast keéalth ne
be communicated in a variety of media if they are to effectiwsgir this population. There
was an overriding view that the challenge for the sector was hoanimunicate with those
individuals who live with higher levels of impairment and disability. This wat viewed as
being breast cancer specific but was viewed as being applicable tocatiears ando
people with IDs more widely.For many women in the general population messages about
breast awareness and treatment are delivered in print form on leaffisters and within
healthcare settings. An example being from three women ienegd together and all living
with varying degrees of mild ID. They spoke about their experiencesntdiat with the local
screening service. All had varying degrees of difficulty with literacg all needed help with
understanding the referral letter they received asking them to attend foiirsgre®me of the
ladies, from previous experience and contact with the hospital, recogniseidettetter she
had received was from the hospital and she could make out the date and time. &l surm

correctly, that she was required to attend but for what exactly, she did wat Wfteen she
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arrived she showed the letter to reception staff who directed her tepphapeate area. It
was only when she met the staff at the screening clinic that the purptise agpointment
became clear. The other two ladies were assisted in interpretindettesis by members of
their family and carers respectively. The issue of 'easy read' is covaremtdrdetail in the
discussion. Tailored simple language was viewed by most participants ras nesided.
Several participants had devised their own 'breast awareness' traqckage and used a
variety of tactile and visual materials to supplement the messages. Theadilg available
guidance on producing 'easy read' promotional literatawew(bild.org.uk but this is only

effective if the target audience can be assisted in their understandiegroéterials.

Discussion

This study has identified important issues in relatiorbteast awareness and behaviour,
breast screening knowledge and uptake and views regarding current gapearch and
service provisio. As indicated by the UK Department of Health [2] reducing cancer
inequalities requires action to improve awareness and to promoter ehagnosis, and
ensure that all patients with are offered appropriate active treatment and have a positive
experience of their care could make significant contributions towardsregguoeater cancer
equality [2]. Undertaking a scoping study map has allowed the studyttesnmmarise the
compass and nature of research evidence currently available and to detbemiadue of
undertaking future research in this area and the main sources and tgp&kente available
[10]. Specifically there is limited national information on variations incea incidence,
treatment and outcomes for people with an ID, how people with IDs access saniees
and what is the role of carers/families in primary and secondagy there is also a lack of
research to guide women with ID and formal/informal carers and health carieepso
regarding breast awareness and breast (self) examination and with the addkchttomp
that women with IDs may have difficulty in communicating symmdo their carers. There

is also a general lack of research that seeks to understand the experience of pedple wit
diagnosed with (breast) cancer or on what interventions are effective in aulgirdss
differing needs of this population.

Within the interviews it was evident that there was a lackookensus over who should be
responsible for directing self-examination when the woman was, for whagasem, unable

to perform this satisfactorily herself. In such a small sample it is urtwviseggest there is
any pattern but the role of the GP and of the annul health check (A&l€)bwth mentioned

as ways and means by which some advance could be madsattishing an accurate
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assessment of the breast health of an individual. Against this it melkdstated that the GPs
interviewed were of the view that they had a limited role to plagrms of cancer awareness
and education. Whilst they could see the potential benefits of the AHC for dgtentimet
clinical need, the GPs were not convinced that it had any part yoirpleaising cancer
awareness. They felt that this was a role for Public Health professionadsprofissional
boundary marking may have clinical justification but it is symptonaitia wider, structural

response that can put barriers in the way of access to healthcare.

Study limitations

Despite recruiting a wide range of key stakeholders, the authors are awatieetbaare
variations in service provision across the UK and therefore it would beisaate to suggest
wider generalizability to other regions across the UK. However, a key strendtte of
scoping study has been that it has provided a review of available literaturdeatifieid
numerous gaps in the current evidence base. It also increased the vabfl#tie findings as
both the literature and consultations elicited very similar gaps and prioritieutfoe f
research. The purpose of the study was to map key issues, initiativesndap®sities for
future research within this field and arguably this has been achievaldolprovided the
opportunity for participants to identify current issues facing them relatirfigetarea that they
viewed as being under researched. Based on the findings of this scopingitstisdy,
recommended that future studies are undertaken to include a widger ofrstakeholders
including people with IDs and to establish, if, how and to what extent theally based
findings are generalizable to other cancer sites and settings and withér regions within
the UK.

Conclusions

There remains a dearth of research or practice guidelines at egryo$thie breast cancer
care pathway for women with ID. This may arguably lead to late diagrsgispptimal
treatment and management and overall survival rates for this group. rFetlearch is
needed to understand the specific information and support needs of both womih (aitd
their formal and informal carers) and to identify appropriate protoctiaiegies and
interventions in order to address these.

3901 words (including abstract and Table 1)
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Table 1: lllustrative quotes from the themesidentified

Breast Awareness/behaviour/promoting ed Illustrative interview quotes
presentation of sympmos
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Theme 1: roles and responsibilities

‘One day I noticed some discolouration on
one lady's breast and she went to the GP
get it checked and it was benign. The
qualified staff had seen this but not
recognised it.” Support Worker

'When we bathe people we are in good
position to check but we need guidelines. |
need a consensus about the way forward

Care Worker

Theme 2: inclusion- reasonable adjustmen

‘We have good engagement now from mos
GPs but the concept of 'reasonable
adjustment' still defeats some of them'

Service Commissioner

Theme 3: communication

'One of the most important things is
education of carers, so that they understal
the actual examination. We don’t mind if
carers bring clients just for a look to get
them used to the set Lip

Screening Service

Breast Screening-knowledge/uptake

lllustrative interview quotes

Theme 1: roles and responsibilities

'Atumour/lump has to be 1cm before the
patient can detect it so it’s easy to imagine
that someone with LD who has reasonable
self-care skills (ie gets dressed/bathed
independently) could miss signs until the
later stages when the lump becomes big
enough to be noticedGP

Theme 2: inclusion- reasonable adjustmen

'We support the women (going to screening
from making the appointment to going alon
with them and follow up’

Care Home Manager

Theme 3: communication

'The women don’t want to go to screening
because they don’t understand'.

Community Nurses

Diagnosis/treatment/management of breas
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cancer

Theme 1: roles and responsibilities

' ...for LD patients we need awareness for
themand for carers/family and clear
guidelines about how to self-examine and
what to look for! GP

Theme 2: inclusion- reasonable adjustmen

'We have more engagement with GPsvno
but reasonable adjustments defeats some
them'Service Managers

Theme 3: communication

‘We used pictures. We discussed how peoy
might check. We had some training materid
too. Three different sized breasts with lumg
in. they had a feel with the support of
trainers. That was good and generated
discussion'Community Nurse
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