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Introduction

The Learning Disabilities Public Health Observatory (LDPHO: www.ihal.org.uk) is one of the small
number of specialist publichealth observatories that cover England. It was established by the
Department of Healthin April 2010 in response arecommendation made by the Michael’s Inquiry

into access to health care for people with learning disabilities. The LDPHO is a partnership between
the North East PublicHealth Observatory (the contract holder), the Centre for Disability Research at
Lancaster University and the National Development Team for Inclusion.

Learning disability refersto a significant general impairmentinintellectual functioning (typically
defined as havingan 1Q of less than 70) that isacquired during childhood.? In England approximately
1.2 million people have learning disabilities (300,000 children, 900,000 adults).>

People with learning disabilities have significantly higherrates of mortality and morbidity than their
non-disabled peers.*® Whilst the incidence of deaths from most cancersinthe UK among people
with learningdisabilitiesis currently lowerthanthe general population, thisis likely to change in the
comingyearsas a result of theirincreased theirlongevity.”” People with learning disabilities have
proportionally higher rates of gastrointestinal cancer,”” and children with Down’s syndrome are at
particularly high risk of leukaemia.*®*! Research has highlighted deficiencies in relation to breast
cancer screening for women with learning disability. > People with learning disabilities with cancer
are less likely to: be informed of their diagnosis and prognosis; be given pain relief; be involvedin
decisions about theircare and are less likely to receive palliative care.™**

The importance of actively addressing the health inequalities experienced by people with learning
disabilities has been highlighted by recent reports from: the Disability Rights Commission; *® Sir
Jonathan Michael’sindependentinquiry into the healthcare of people with learning disabilities;" the
Parliamentary, Health Services and Local Government Ombudsman;*’ the House of Lords and House

of Commons Joint Committee on Human Rights;"® the Department of Health;'*** Mencap.>* *

Itisa statutory requirement underthe Equality Act 2010 and the NHS and Social Care Act 2008 that
publicsectoragencies make ‘reasonable adjustments’ to their practice that will make themas
accessible and effective as they would be for people without disabilities. Reasonable adjustments
include removing physical barriers to accessing health services, butimportantly also include making
whateveralterations are necessary to policies, procedures, staff training and service delivery to

2630 A database of
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ensure thattheywork equally well for people with learning disabilities.
‘reasonable adjustments’ made by health agencies is maintained by the LDPHO.

Thislegal duty for health servicesis ‘anticipatory’. This means that health service organisations are
requiredto considerinadvance what adjustments people with learning disabilities will require,
rather than waiting until people with learning disabilities attempt to use he alth services to put
reasonable adjustmentsinto place.

® http://www.improvinghealthandlives.org.uk/adjustments/
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The recent NHS Equality Delivery System provides aframework of questions for all parts of the
healthserviceinrelationtoall protected groups. Itsrecently published ‘Grades Manual’ sets out
fouroverarching goalsandinvites NHS organisations to identify evidence about their progressin
relation tothese.>” The firsttwo (better health outcomes forall, and improved patient access and
experience)ask healthcare organisations to look for evidence of how members of protected groups
(the termusedinthe Equality Act) are faringinterms of theirhealth and theiruse of health services.
Answeringthese questions comprehensively, systematically and regularly requires that health
service information systems identify people in the protected groups so comparisons can be made. In
addition to exploring substantive questionsthat should be asked, the Equality Delivery Sy stem also
discusses the needto discuss the ways arrangements are made to do thisformembers of all the
protected groups, withthe people inthose groups, themselves.

More generally, the importance of strategies to reduce healthinequalities taking account of the
specificsituation and characteristics of high risk and marginal groups (such as people with learning
disabilities) has been highlighted by Health Select Committee, NICE and The Marmot Review.>*® The
UK has entered into international obligations to progressively realise the right to health of people
with disabilities and to take specific measures to address the health inequalities faced by vulnerable
groups such as people with learning disabilities. >’



1. The national cancer screening programmes

Thisinformation has been taken fromthe NHS Cancer Screening Programmes website. For further
information please see: http://www.cancerscreening.nhs.uk/

There are three national cancerscreening programmes:

J Breastscreening, once every three years (women 50-69years old — but now being gradually
extended to women from age 47- 73).

. Cervical screening,once every three years (women 25-49years old), and once every five
years (women 50-64 years old).

. Bowel screening every two years (men and women 60-69 years old, butin process of being
extended uptothe age of 75).

Informed Choice about CancerScreeningis currently leading areview of information sentto people
invited forcancerscreening, on behalf of NHS Cancer Screening Programmes. They are due to report
in November2012. For furtherinformation see: www.informedchoiceaboutcancerscreening.org/

1.1 Breast screening

The NHS Breast Screening Programme is coordinated from the national office of the NHS Cancer
Screening Programmes, based in Sheffield. It sets national standards which are monitored through a
national quality assurance network. There are 80 breast screening centres across England, each
inviting adefined population of eligible women (aged 50 to 69) through their GP practices. The NHS
Call and Recall System holds up-to-date lists of women compiled from GP records, and records levels
of attendance and non-attendance. The programme isarolling one which invites women from GP
practicesinturn. Notevery woman receivesaninvitation assoonasshe is 50, but will receive an
invitation before her53rd birthday (but see above). Women are invited to a specialised screening
unit, which can be hospital based, mobile, or permanently based in another convenient location
such as a shoppingcentre.

1.2 Cervical screening

The national office of the NHS Cancer Screening Programmes is responsible forimproving the overall
performance of the cervical screening programme. It works to:

e developsystemsandguidelines for cervical screening throughout the country;
e identifyimportantpolicyissuesand help toresolvethem, andimprove communications
within the programme and to women.

Currently every Primary Care Trust (PCT) has a nominated person responsible forits cervical
screening programme and implementing the national guidelines.


http://www.cancerscreening.nhs.uk/
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The NHS Call and Recall System holds alist of all patients registered with a GP in the area it covers. It
sendsthe listof women due forscreeningto each GP to check the records (for correct name and
addressandin case it is not appropriate forthemto be invited), sends invitation letters and
reminderletters, and sends the resultletter.

1.3 Bowel screening
There are six programme hubs:

e Midlandsand North West
e Southern

e London
e North East
e Eastern

Each hub isresponsibleforcoordinatingthe programme intheirareaand works with up to 20 local
screening centres. Forfurtherinformation see:
http://www.cancerscreening.nhs.uk/bowel/screening-centres-hubs.html . The hubs send out faecal
occultblood (FOB) testkits, analyse samples and send outresults.

If the testis not returnedin 4 weeks, asecondkitis sentout. If the testisstill notreturned, aletter
goesto the GP alertingthemtothe patient’s non-participation. GPs are not directly involved in the
delivery of the NHS Bowel Cancer Screening Programme but they are notified wheninvitations for
bowel cancerscreeningare beingsentoutintheirarea. Theyalso receive a copy of the results
letters senttotheir patients.

If bloodis detectedinthe sample returned, the individual willbe invited fora colonoscopy.
Reasonable adjustments regarding colonoscopies are not covered in this report. Howeverthe
procedure carries a slight risk of bowel perforation, soissues regardinginformed consent/best
interest decision making should be carefully considered.

1.4 Recommendations to national cancer screening services

The LDPHO is putting forward recommendations to the national cancer screening programmes
regardingthe identification of people with learning disabilities in NHS Cancer Screening databases,
enabling reasonable adjustments to be putin place systematically. The LDPHO will report progress
on thisseparately.


http://www.cancerscreening.nhs.uk/bowel/screening-centres-hubs.html

3. Work on cancer screening pathways in Cornwall

Cornwallis working with the LDPHO as one of theirlocal partners. For furtherinformation onlocal
partnerssee: www.ihal.org.uk/areas. In 2007/8, the PCT undertook a health equity auditto assess

levels of access to local primary care services. The audit:

. Extrapolated national prevalence data back to county and practice levels.
. Extrapolated unmet healthcare need fromasurvey of GP practices
. Triangulated service provision sources (Department of Adult Social Care, Cornwall

Partnership Trust Learning Disability Community Teams and Children, Young People and
Family Services data) toshow the level of service provision received and the level of
partnership working achieved foraclient group that can have difficultiesin communicating
theirneeds

For furtherinformation see: www.ihal.org.uk/gsf.php5?f=7888&fv=8292 . The audit found that
there was a low uptake of cervical and breast screeningamong women with alearning disability

(bowel screening was not covered inthe audit). The report recommended that:

o The GPs and practice staff to work with the Lead PublicHealth Consultant forthisareaand
other partnersto improve uptake;

. The Primary Care Liaison Nurses will work across public health, primary care and secondary
care to facilitate access to screeningand to establish locally what additional or different
supportand preparation may be needed to enable women with severe learning disabilities
to access the cervical and breast screening programmes. This would include accurate
registers sotargeted health promotion work could be done with this group.

The PCT and StrategicHealth Authority recognised screening as a local and regional priority.
Followingthe success of the Primary Care Liaison Nursing Service inimproving access to primary
care servicesin Cornwall, it was decided to take a similar liaison approach toimproving the access
and uptake of screeningand employed two additional Liaison Nurses who could work exclusively on
screening.
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4. Consentand capacity

All screening programmes require participants to give informed consent priorto testing. The Mental
Capacity Act 2005 *® sets out the law regarding capacity and consentand is underpinned by five key
principles which must be considered when assessing capacity:

e A personmustbeassumedto have capacity unlessit has been clearly established that they
lack capacity regardingthe specificdecision under consideration at that pointintime.

e A personisnotto be treated as unable to make a decision unless all practicable steps to help
him/herto do so have been taken without success.

e Apersonisnotto betreated as unable to make a decision merely because he/she makes
whatis considered to be an unwise decision.

e Anactdone, or decision made, underthe Mental Capacity Actfor or on behalf of aperson
who lacks capacity must be done, ormade, in his/herbestinterests.

e Beforetheactisdone, or the decisionis made, regard must be had to whetherthe purpose

for whichitisneeded can be as effectively achieved in away thatis less restrictive of the
person’srights and freedom of action.

Where an individual is not considered to have capacity to consent, staff involved would need to
decideifitisinthe individual’s bestinterests to be screened. Where the testis non-invasive and
painless, such asbowel screening, the decision to proceed would generally depend on behavioural
compliance, asscreeningis likely to be in the patient’s bestinterests. However, in the breast
screening programme, women need to stand and place their breastsin an uncomfortable position.
For this programme, it may be more likely to be in the bestinterest of those individuals who are
non-complianttoremainonthe listso they can be invited forscreeningatalater date (recalled),
enabling further health promotion work and supportto be providedin the future. The cervical
screeningtestis more invasive, and aformal Best Interest processislikely to be required before
decidingwhetherto leave anindividual onthe list sothey can be recalled. Taking awoman off the
list (ceasing herfromthe programme) because itwas consideredin her bestinterest should follow

regional policy. Her GP would be expected to lead the process with support from specialist learning
disability staff.



5. How can local services tell if they are making a difference?

An important part of every publichealthinitiative is monitoring progress. This has two parts.
Ultimately the goal would be to ask whether the programme aims, reducing deaths and improving
the quality of survival by identifying and treating cancers at an early stage, are being achieved.
Measuringthese is the process of ‘outcome monitoring’. Itisimportant, butin programmes of this
type it will take five to ten years before successin these areas can be properly evaluated. A
complimentary approach is ‘process monitoring’. Thisinvolves monitoring such issues as how many
of those the programme isintended to target receive screening, how many of those with positive
testresultsare followed up promptly, efficiently and appropriately and whetherthese process
outcomes are delivered equitably across the population.

General Practice information systems, the electronic case-notes kept by GPs and otherclinical staff
workingin general practice settings, are increasingly being used to assist monitoring. NHS
commissioning organisations are able, with agreement from Practices, to submit queries to practice
information systems. Once approved inthe practice, these queries run onthe GPs’ computer
systems and numerical answers are returned to the commissioning organisation through the
NHSnet, a secure national computer network used for clinical information transmission. The
principal use of this system is to answer statistical questions about patient demographics, clinical
conditions and care delivered. The systemis used to measure compliance by practices with the
clinical standards for which bonuses are paid through the Quality and Outcome Framework (QOF). It
also provides a potentially useful way to monitor many local health interventions. Itis particul arly
relevanttothe health and healthcare of people with learning disabilities because QOF rules require
GPs to maintain aregisterof those with learning disabilities registered with their practice. To make
the process of monitoringtransparent, QOF business rules provide alist of the clinical terms which
have been agreed toindicate this. Thisisthe subject of anotherIHaL report which will be published
laterin 2012.

There are three simple statistical questions which could be asked to monitor completeness of
coverage of screening programmes locally. Two are essential, one useful. Ineach case forproper
monitoring of equalityissues, itis necessary torecord the situation for people with and without
learning disabilities (orany other ‘protected characteristic’ underthe 2010 Equality Act).

The two essential questions are:
1 How many people are inthe target groups forscreening?
2. How many peopleinthe target groupsreceived screening?

These are not completely simple questions. The first questionis defined justin demographicterms
for bowel and breast cancerscreening: peopleaged 60 to 69 for the former, women aged 50 to 69
for the latter. For cervical cancerthe broad target iswomenaged 25 to 64, butthereisa further
complication asthose who have had theiruterus removed are excluded. GP practice information
systems can report total numbersin all these categories. Identifyingnumbers of individualsin
specificage/sexgroupsis relatively simple. Because coverage of cervical cancerscreening has been
a target for QOF bonus payments, QOF business rules have also been developed to establish how



the exemption in terms of hysterectomy should be defined.** Note thatthere are two types of
exemption:those interms of physical relevance—(in this case the QOF businessrules term
‘hyst_cod’) -these should be followed in publichealth analyses of coverage, and those in terms of
unwillingness of the patient, or failureto attend (in this case the QOF business rulesterm
‘cytexc_cod’) which should not.

Definitions foraskinginformation systems how many registered patients have had cervical screening
testsare published inthe QOF businessrules. Coverage of breastand bowel cancer screening have
not yet been the subject of QOF payments, so this definitional work has not been done by the NHS
Information Centre team forthese conditions. However, in both casesrecords of the screening tests
can be identified in GP practice information systems with sufficient clarity for monitoring to be
feasible. The questionto be askedis regarding the number of peopleinthe targetgroupwho, at a
reference date (usually March 31st), have had a screeningtest within the required time interval
(remembering thatthis changesatage 50 for cervical screeningin women). Thisis neverlikelyto be
100% as individuals who have only recently entered the screening window are likely to have low
coverage.

The third question considered in monitoring the process of screeningisthe invitation. If agroup of
people has a low rate of coverage, it may be because they did not attend, butit may also be because
theywere notinvited. In practice, definitions of invitations for screening are not recorded on GP
systemsin a sufficiently consistent way to support monitoring of this.

Whilst regular monitoring of coverage of screening (the proportion of the target population
screened)is clearlyfeasible, to date few PCTs have established effective systems for this specifically
for people with learning disabilities. Coverage of these tests hasbeenraisedasageneralissueinthe
annual Learning Disabilities Self-Assessment Framework foranumber of years:
http://www.improvinghealthandlives.org.uk/projects/self assessment/. In2011, in at leastone
StrategicHealth Authority area, local communities wereasked how many peoplewith learning

disabilities had had cervical and breast screening tests. Buttargetpopulationsizes werenot
collectedin parallel, making the numbers screened hard tointerpret. Insome cases the time
windows were also not precisely followed. The national standard template forthe local Self-
Assessmentfor2012 includes the questionssetoutinbox 1. Thisshould provide amore satisfactory
view of the position where PCTs are able to provide the answers. However data gatheringis only the
firststep. In one StrategicHealth Authority area where the question was asked, 60% of PCTs were
able to reporta numberfor people with learning disability who had had cervical or breast screening,
50% a figure forbowel cancerscreening. Tworeported zerofigures for breast screeningand four
zerofiguresforbowel cancerscreening. If PCTs believe these figuresto be correctthey have a duty
to be acting on them, illustrating why commissioners need to establish amonitoring system for
access to screening.


http://www.improvinghealthandlives.org.uk/projects/self_assessment/

Box 1. Monitoring questions for cancerscreening included in 2012 national Self-Assessment

Framework template.

a. How manywomen are there with learning disability in the age range 25 to 64 inclusive and
who have not had a hysterectomy (ie are eligible for cervical cancer screening)?

b. How many of the womenin 10a have had a cervical smeartestinthe last three yearsif aged
under50 or elseinthe last5 years?

c. How many women are there with learning disability in the age range 50 to 69 inclusive (i.e., are
eligible for breast cancerscreening)?

d. How many of the womenin 10c have had mammographicscreeninginthe last three years?

e. How many people are there with learning disability in the age range 60 to 69 inclusive (i.e., are
eligible forbowel cancerscreening)?

f. How many of the people in 10e have satisfactorily completed bow el cancerscreeninginthe last
twovyears?




6. Resources

The following four sub-sectionsinclude cancer screening pathways which may be adapted tolocal
circumstances, some examples from practice, and links to easy read resources which can be found

on the national cancerscreening website: www.cancerscreening.nhs.uk the easyhealthsite:
www.easyhealth.org.uk the picture of health site: www.apictureofhealth.southwest.nhs.uk andthe

LDPHO reasonable adjustments database www.ihal.org.uk/adjustments/

Please note, some resources may be available from more than one site, but we have onlyincluded
one link perresource, and we have onlyincluded resources that are free to download, although the

Easyhealthsite includes resources you can buy.

6.1 Information about cancer (general)

Preventing | How can you prevent cancer:

cancer www.easyhealth.org.uk/sites/default/files/how can you help to prevent cancer.pdf
What is What is cancer: http://www.easyhealth.org.uk/sites/default/files/what is cancer.pdf
cancer

Cancer awareness toolkit:
http://cancerawarenesstoolkit.com/

10
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6.2 Breast screening
The breast screening pathway developed by Cornwall below can be adapted to suitotherareas.

Draft Breast screening pathway for women with learning disabilities - Version 1.2
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6.2.1 Breast screening resources

General Breastawareness: www.easyhealth.org.uk/sites/default/files/breast awareness.pdf

awareness

raising Be breast aware: www.easyhealth.org.uk/sites/default/files/Be Breast Aware.pdf

information
Looking afteryourbreasts:
www.easyhealth.org.uk/sites/default/files/Looking%20after%20your%20breasts.pdf
My boobs and me:
www.easyhealth.org.uk/sites/default/files/My%20boobs%20and%20me.pdf

Easy read An easyreadinvite letter can be found at:

invite letters

www.improvinghealthandlives.org.uk/adjustments/?adjustment=209

An easyreadinvite lettertargetingwomenin the extended age range can be found
at: www.improvinghealthandlives.org.uk/adjustments/?adjustment=235

Did not attend follow up invite letter:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=208

Breast Information about breast cancer screening can be accessed fromthe NHS cancer
cancer screening website at: www.cancerscreening.nhs.uk/breastscreen/index.html
screening
Thereisan easyread leafletabout breast screening:
www.cancerscreening.nhs.uk/breastscreen/publications/easy-guide-breast-
screening.html
Havinga mammogram: www.easyhealth.org.uk/sites/default/files/Having-a-
mammogram.pdf
Breastscreening:
www.easyhealth.org.uk/sites/default/files/null/Breast%20screening%20completed%
20updated%20Dec%202011.pdf
Breastscreeningbooklet:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=51
Breast screening presentation:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=206
Follow up Breastscreeningresultletter. No problems detected:
letters www.improvinghealthandlives.org.uk/adjustments/?adjustment=194

Breastscreeningrecall letter. Pictures notclear:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=233

Breastscreeningrecall letter:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=193

12
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6.2.2 Breast screening good practice examples

Example of Breast awareness sessions — Knowsley

In Knowsley, the Learning Disability Nurse Health Facilitator worked in partnership with Breast
Cancer Care UK and Knowsley Being Involved Advocacy Group to develop and deliver accessible/easy
to understand breast awareness sessions for women with disabilities and their carers.

The sessions include awoman with learning disabilities sharing her experiences of screening and
peergroup discussion. Avariety of resources are used as part of the session including photographs,
a power point presentation, easy read/picture leaflets and parts of a video ‘Your guide to breast
screening.’ The videoisinaformatsuitable for people with disabilities and was developed by
Merseyside and Cheshire Cancer Network funded by Knowsley PCT PublicHealth Team and
neighbouring PCT’s. The video is available from: http://www.mccn.nhs.uk/index.php/videos
Feedback from sessions to date:

Afterattendingasessionawoman disclosedto hersupport workerthatshe had some symptoms
that she had seeninthe session (dischargefrom hernipple). The support workerwent with the
woman to see her GP, who referred herto the breast clinic. She had a mammogram and was
diagnosed with a benign tumourwhich she is going to have removed.

A GP reported that a patient told him that she had recently attended a breast cancer awareness
sessionandsheis now ‘breastaware’. She explained to him what she needs todoand her mum
confirmed she has observed her examining her breasts in front of the mirror in herbedroom.

A parentreported that herdaughterwhois not of age yetforbreast screeninginformed hershe
attended the session andis now ‘breast aware’ examining her breasts, and asked to attend her
mum’s breast screening appointment. She did thisand at the session asked the radiographerlots of
questions. She enjoyed the experience of seeing what the mobile unitlooked like.

For furtherinformation, please contact: Johanna.lee@5bp.nhs.uk

Improving uptake of breast screeningin the Pennine area

In the Pennine area, the Breast Screening Department worked with the Strategic Health Facilitator
from Bradford District Care Trust, to discuss access to the breast screening programme forwomen
with learning disabilities and assess current uptake. Information on women with learning disabilities
aged 50 — 70 in the Bradford and Airedale area was obtained from the Learning Disability Register.
Using the woman’s NHS number, the information was cross checked with records on National Breast
Screening Service to assess attendance. 201 women aged 50 to 70 were on the Learning Disability
Register. The information gathered showed a high percentage of women recorded as DNAs and
cancelled/opted out. Although some reasonable adjustments were already in place, a review of
current practice identified the need for better communication with women with learning disabilities
including an easy read invitation letter, and the need to increase the knowledge and confidence of
carers to support women to attend breast screening/ take care of their breasts.

In response tothe needsidentified, an easy read screeninginvitation letter was developedin
partnership with Bradford People First, and a training package was developed for carers and
supporters of women with learning disabilities. The course aimed to increase awareness of breast
screening and breast health awareness and explore ways of supportingwomen with learning
disabilities. The course has run twice and has evaluated positively.

For furtherinformation please contact Lynn Clark on lynn.clark@bthft.nhs.uk
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6.3 Cervical screening
The cervical screening pathway developed by Cornwallbelow can be adapted tosuit other areas

Cervical screening pathway for women with learning disabilities - Version 1.3
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6.3.1 Cervical screening resources

Information about
preventing cervical
screening

There isinformation about the cervical cancervaccination:
www.easyhealth.org.uk/sites/default/files/About%20the %20Cervical%20Ca
ncer%20Vaccination.pdf

Easy readinvite
letters

An easyreadinvite letter (HPV 1) can be found at:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=192

A remindereasyreadinvite letter (HPV A2) can be found at:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=196

An early repeatinvite letter (HPV B1) can be found at:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=195

A reminderearly repeatinvite letter (HPV b2) can be found at:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=218

Havinga cervical
screen

Information about cervical screening can be accessed from the NHS cancer
screening website at:
http://www.cancerscreening.nhs.uk/cervical/index.html

Thereisan easy read leafletabout cervical screening:
www.cancerscreening.nhs.uk/cervical/publications/easy-guide-cervical-

screening.html

Having a cervical smeareasy read leaflet:
www.apictureofhealth.southwest.nhs.uk/wp-
content/uploads/2010/06/Having A Cervical Smear Test.pdf

What is (cervical) cancerscreening:
www.apictureofhealth.southwest.nhs.uk/wp-
content/uploads/2010/06/What Is Cancer Screening.pdf

Cervical screening:
www.easyhealth.org.uk/sites/default/files/cervical screening.pdf

Cervical screening presentation:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=205

What happens after
the cervical screen

What happens after cervical screening:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=189

Letterfollowinga
cervical screen

Resultletter—no problems detected (HPV C3):
www.improvinghealthandlives.org.uk/adjustments/?adjustment=201

Results letter—no problems detected (HPV G1G2):
www.improvinghealthandlives.org.uk/adjustments/?adjustment=230

Results letter—no problems detected but anothertest would be helpful
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(HPV C5):
www.improvinghealthandlives.org.uk/adjustments/?adjustment=219

Results letter—can’t geta result. Need forare-testinthree months (HPV
C1): www.improvinghealthandlives.org.uk/adjustments/?adjustment=236

Results letter—still can’t geta result. Need foranothertype of test:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=237

Results letter—no changes detected but HPV present. Need for treatment
(HPVJ2):
www.improvinghealthandlives.org.uk/adjustments/?adjustment=231

Results letter (HPV J7). Need forare-testinthree months:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=232

Results letter (HPV D1E1) — Needfora repeat test:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=198

Results letter (HPV D2) —changes seen butno HPV infection:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=220

Results letter (HPV D3 E2 E3) — Changes found but no HPV infection:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=221

Results letter (HPV D5ES5) — changesfound and HPV infection present:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=200

Results letter (HPV D6 E6 F2 F3) —Some changesseen. Need forfurther
investigation:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=222

Results letter—changesseenand not able totell if HPV is present (HPV D
7). Needforanothertest:
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=22
3

Results letter (HPV E1) Some changes seen. Need foranothertest):
www.improvinghealthandlives.org.uk/adjustments/?adjustment=225

Results letter—(HPV E7) — changes detected. Anothertest needed:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=226

Resultletter—(HPV E8) — changes detected. Anothertest needed:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=227

Resultletter—(HPV F1) — changes detected. Treatment needed:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=228

Results letter—(HPV F4) — changes detected. Treatment needed:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=229

16



http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=219
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=236
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=237
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=231
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=232
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=198
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=220
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=221
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=200
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=222
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=223
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=223
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=225
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=226
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=227
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=228
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=229

6.3.2 Cervical Screening Good Practice Examples

Example of reasonable adjustments regarding cervical screening from Devon

The primary care liaison nurse in Mid-Devon worked with asample group of 21 women who were
known to social services, and who had not attended a cervical screening appointment for five years
or more. She visited all the women to talk to them about why they had not attended. Ten were clear
that they did not wanta smear, one had had a total hysterectomy, and some did not have the
capacity to consentand so required abestinterest decision. However five women decided to have a
smeartest, and were supported to have one by the nurse. The project demonstrated thata letter
aloneis not enough. The women would have continued toignore the letters without support,
encouragement and guidance. The nurse used arange of aids to help the women understand about
cervical screeningincluding the ‘keeping healthy down below’ guide, and the equipment used when
taking a smear. Checking what sort of sanitary protection women use can be helpful, aswomen
generallyfinditeasierto have a smeartestif they use tampons rather than towels. Itis helpful to
operate the speculum sothatwomen get used to the noise it makes, and get women to assume the
positionthey willbe in when they have the smear taken, as this can make women feel vulnerable,
and itis betterto rehearse this priorto the appointment. Visiting the GP surgery and meeting the
nurse before the appointmentitself can also be helpful.

For furtherinformation please contact Julie Wilkins on juliea.wilkins@nhs.net
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A pilot to increase uptake of cervical screeningin Wakefield

The results of a health equity profile donein Wakefield showed that overthe last 5 years 14% of
women without alearning disability were ceased from Cervical Screening Register compared to 47%
of women with learning disabilities. Women with alearning disability aged 25-40 were almost 5
times more likely to be ceased from the programme or be placed in an exceptions category.

In response to these findings, the local strategic health facilitator and public health commissioning
manager developed a pilot programme to look into this matter further. They decided to use the
Open Exetersystem to examine the cervical screening histories of women with learning disabilities.
This system was used to identify women who are up to date with cervical screening, identify women
who have been ceased from the recall system and identify women where cervical screening has
been successful inthe pastbutis now overdue.

The pilot plans to look at approximately 60women who have a learning disability and are between
24-64 years of age. These women have had a cervical screenin the past but are now overdue.

The proposal to undertake this work has been reviewed by a clinical governance lead and the Cancer
Screening Co-ordinator for Wakefield to ensure that itadheres to the Caldicott principles
surroundingthe sharing of patientidentifiable information

The purpose of this pilotis to identify and reduce physical and organisational barriers and improve
access to cervical screening forwomen with learning disabilities in Wakefield. Itisalsointendedto
provide guidance for support workers, general practice and decision makersin ordertoincrease
screening uptake.

10 women whom we support have consented to be involvedin this pilotand are being supported
through theirjourney of screeningvia the flow chart below.

For furtherinformation please contact Karen Gillott on: Karen.gillott@choicesupport.org.uk

Developing good practice guidance to improve access to cervical screening for GPs in Sussex

In Sussex, work to develop best practice guidance has been going on for 18 months. The work has
involved arange of professionals and services including publichealth professionals; primary care
professionals —GPs and Practice Nurses; screening support services; hospital cytology & colposcopy
services; learning disability health facilitation & community teams; and the regional Local Medical
Councils.

The aim of the guidance is to offera step by step process outlining reasonable adjustments that can
be made, and offeringinformation to supporta consistent approachin offering & delivering cervical
screening, including assessing capacity, and making best interest decisions. The guidance includes
signposting to useful resources, and also incorporates alocally developed easy read resource about
what happens afterscreeningtakes place. The guidance has been agreed by the three LMC’s and has
been distributed across Sussex, with an aim of achieving agreement foritto be pilotedinanumber
of practices.

For furtherinformation please contact: Natalie.Winterton@brighton-hove.gcsx.gov.uk or
corinne.nikolova@nhs.net
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6.4 Bowel screening
The bowel screening pathway developed by Cornwall below can be adapted to suitotherareas.

Draft Bowel screening pathway for people with learning disabilities - Version 1
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6.4.1 Bowel screening resources

General
awareness
raising
information

Thereisinformation about bowel and bladder awareness:
www.easyhealth.org.uk/sites/default/files/bowel and bladder awareness 2.pdf

Bowel screening
kitand

Information about bowel screening can be accessed from the NHS cancer
screening website at: www.cancerscreening.nhs.uk/bowel/index.html

information
There isan animated film on usingthe bowel cancer screeningkit. DVDs of the
cartoon are available from the fiveregional NHS BCSP hubs, or from the national
office of the NHS Cancer Screening Programmes:
Email info@cancerscreening.nhs.uk
Tel:0114 271 1060
Thereisa picture leafletabout bowel cancerscreening by and for people with
learning disabilities: www.cancerscreening.nhs.uk/bowel/publications/nhsbcsp-
learning-disabilities-leaflet.pdf
Thereisa picture leafletabout bowel screening from Derbyshire Hospitals NHS
Foundation Trust:
http://www.improvinghealthandlives.org.uk/adjustments/?adjustment=188
Bowel screening presentation:
www.improvinghealthandlives.org.uk/adjustments/?adjustment=207
Information Thereis picture leaflet about colonoscopy by and for people with learning
about disabilities: www.cancerscreening.nhs.uk/bowel/publications/nhsbcsp-

colonoscopy

colonoscopy-learning-disabilities-leaflet.pdf
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