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Executive Summary

It is well reported that people with learning disabilities experience worse Health
inequalities than those without disabilities. Blood testing is one very important
way that doctors can assess general state of health and check for infections and
other issues. After hearing a number of anecdotal reports of people with learning
disabilities having significant problems accessing Barnet’s Phlebotomy (blood test)
services, this study aimed to use Patient and GP surveys, case studies, and quality
checks to examine how accessible Barnet’s Phlebotomy services was for people
with learning disabilities.

Our findings indicated that the majority of people with learning disabilities had
had a positive experience of blood test services. There were some good examples
of effective reasonable adjustments being made by Hospitals, and 65% of GP
practices were providing blood tests for people with learning disabilities,
especially those with higher levels of need.

The findings evidenced just how important it was to have friendly, reassuring staff
who explained the blood test process to patients, and a quick easy to access
service. There were many examples of this good practice from all types of services
but particularly in GP practises, which received no direct negative feedback from
patients.

The study was unable to determine how the Community Phlebotomy services
provided for people with learning disabilities, but one case study suggested that
reasonable adjustments were not being made for patients who were unable to
have blood tests in Hospital or at their GP practice, but who were not eligible for a
blood test at home.

Whilst blood tests services are working well for most patients with learning
disabilities, there are still cases of patients with higher level needs reporting very
poor experiences. Poor experiences and missed blood tests were largely caused by
reasonable adjustments not being made prior to the appointment due to the
learning disability and support needs not being flagged at the booking stage; or by
the phlebotomists being unprepared for, or lacking the relevant experience or
training, to support people with learning disabilities effectively. Improvements to
the flagging and booking systems would enable staff to be more prepared, and for
reasonable adjustments to be made by Hospitals and Community Clinics. This will
help to reduce the number of patients who have a poor blood test experience.

Additionally more GP’s offering blood tests for patients with higher level needs
would also help to reduce the number of poor experiences which happened
primarily in Hospitals. How GP phlebotomy services are funded may need to be
reviewed in order to achieve this.



The findings and recommendations of this study are intended to be used to help by
Healthwatch, NHS Health services and commissioners to further improve
Phlebotomy services for people with learning disabilities in Barnet.

Introduction

Healthwatch Barnet is one of a national network of independent local charities
that aim to help local people get the best out of their health and social care
services. Healthwatch enables residents to contribute to the development of
quality health and social care services, and to provide information on local services
in Barnet. It was formed in April 2013.

Barnet Mencap was established in 1965 and is one of the leading learning disability
charities in the London Borough of Barnet. Barnet Mencap provides a wide range of
person-centered services which aim to respond to the issues affecting the lives of
people with learning disabilities and autism and their carers.

Barnet Mencap’s values are clear and work towards these in all they do: Barnet
Mencap believes that everyone should have the same life chances, and the right to
live and participate in their own community. To actively enable people to stand up
for their rights, challenge discrimination, and to achieve this by working together
with service users, carers, staff, volunteers and the wider community.

Barnet Mencap is part of the North West London Mencap Consortium - a group of 7
Local Mencap’s which work together to better support the needs of people with
learning disabilities across North West London.

The Expect the Best checking service is North West London Mencap Consortium
Project based in Barnet Mencap. Expect the Best are experienced at quality
checked a wide range of Health and Social Care services, including Care Homes,
Hospitals and Activity Centres across London.

Expect the Best was asked to lead on this Phlebotomy research project for
Healthwatch Barnet. The project aimed to research people with learning
disabilities experiences of using Barnet’s Phlebotomy (blood test) Services, and to
quality check the Phlebotomy services themselves.

The project aimed to look at the patient journey from the initial referral and
booking process, to having the blood test itself, and finally getting the results. We
aimed to find out how easy or difficult people with learning disabilities found
these different stages, and whether reasonable adjustments were being made.

The overall purpose of the project was to gather feedback and information which
can then be used to make further improvements to the Blood test services for
people with learning disabilities and Autism in Barnet.



Background

Barnet’s Phlebotomy services was identified as an important area to research
through discussions with Health professionals including the Learning Disability
Team Lead Nurse, Royal Free Learning Disability Acute Liaison Nurse, Healthwatch
and through feedback from Barnet Mencap staff and service users.

Anecdotal feedback from Health professionals prior to this research suggested that
some people with learning disabilities, particularly those with more complex,
severe and profound needs may be finding it difficult to access the Phlebotomy
services, and therefore may be missing out on having blood tests.

People with a learning disability are known to experience worse health inequalities
than the general population. Life expectancy is 13- 20 years lower for men and 20-
26 years lower for women. The Confidential Inquiry (Cl) found that almost 40% of
people with a learning disability who died in hospital died from causes that could
have been prevented with good-quality healthcare. This is in comparison to just
8.8% of cases of those without learning disabilities. For these reasons it is essential
that Health services are as accessible as possible to ensure people with learning
disabilities and autism can access them, and receive the same Health Care as
everyone else.

Blood tests are one important way for Doctors to check patients overall health and
to test for specific infections. This is particularly true for patients who are unable
to communicate verbally and may be unable to tell people when they are feeling
unwell. Annual Health Checks for people with learning disabilities is one
opportunity for eligible people to have a check-up, including a blood test, to check
their overall health.

People in Barnet can have their blood tests taken in a number of different ways,
including at Hospital, in a Community Clinic, or at their GP if they offer this
service. Patients who are house bound may also be able to have a blood test at
home by the District Nursing/Community Phlebotomy Team. The study aimed to
see whether patients had a choice over where they had their blood test.

Accessible Information Standard

The Accessible Information Standard was introduced in 2016 and by the 315t July
2016 all NHS services should have fully implemented and conformed to it. This
means that services should: ask people if they have any communication needs,
record those needs, highlight these needs clearly on their file, provide information
in an accessible way according to needs (including in easy read), and share this
information with other NHS and social care services when they have consent to do
so. This project aimed to see whether services in Barnet are meeting this standard.



Methodology

This Project utilised several different research methods to gather our findings.
These included:

1.

Patient Survey: An Easy read survey assessing People with Learning
Disabilities’ experience of the Blood Test Services in Barnet. (Appendix 1)

This survey was made accessible for people with learning disabilities to
complete themselves or with support. Family/carers and professionals
could also complete the survey on behalf of those who were unable to
complete it themselves.

In addition to circulating the easy read and online survey to Barnet Mencap
staff and service users, both version of survey were sent to 7 learning
disability service providers in Barnet, Royal Mencap, the Barnet Parent
Carer Forum, and the Parent Action Group. The survey was discussed and
promoted at both parent and carer meetings and the online survey was
promoted online through Barnet Mencap’s and Expect the Best’s social
media (Twitter and Facebook).

61 responses were received between November 2016 and March 2017
39 from people with learning disabilities or autism

16 from family members or carers

6 from Professionals who support people with LD

Patient feedback on Hospitals could not analysed by individual Hospital.
Hospital findings are therefore combined findings for all Barnet Hospitals
which offer a phlebotomy service.

GP Survey: Survey of Barnet’s GP feedback on Phlebotomy Services for
People with Learning Disabilities in Barnet (Appendix 2)

The Phlebotomy research project was discussed at the Barnet GP Practice
Managers meeting on 10/11/2016. All GP Practices in Barnet were
subsequently sent an online survey via survey monkey which aimed to
analyse what Phlebotomy services were being offered in GP practices,
review the referral process, and whether reasonable adjustments were
being made, and to gather feedback from GP’s on how effective and
accessible Barnet’s Blood Test services were for people with LD and autism.
20 responses were received.

The GP Survey was sent to Practice Managers but did not record who at the
GP Practice completed the survey. Responses, feedback and suggestions
may therefore have been completed by either the GP Practice Manager, a
GP, or other GP Practice staff.

6



3. 4 x Case Studies: Additional face to face or phone meetings took place with
8 respondents, leading to 2 detailed and 2 simple case studies. (Appendix 3)

4. Quality Check of Barnet General Hospital Phlebotomy Service.

Expect the Best completed a Quality Check at Barnet General Hospital on
12/4/2017. This quality check utilised quality checking tools and processes
developed by NHS England. The Project Manager and a quality checker with
a learning disability and with experience of using blood test services
completed the quality check which included the following stages:

e An observational check of the environment

e Review of a Self-assessment questionnaire which had been completed by
the Learning Disability Acute liaison nurse and the Phlebotomy Service
Manager.

e Role Play: The Quality Checker role played following the patient
pathway through the service, speaking to the receptionist, waiting in
line, and having a mock blood test with a nurse.

e Follow up Questions - The Quality Checking team spoke with the
Phlebotomy Service Manager, Acute Liaison Nurse and other staff to ask
general follow up questions arising from the self-assessment,
environmental check and role play.

5. Other unsuccessful research attempts
Attempts to organise quality checks at Finchley Memorial Hospital, and
several GP practices proved unsuccessful. We requested feedback and
information from Barnet’s Community Phlebotomy Services (District Nursing
Team) however no information was provided.

Data Analysis:

Data from the Patient and GP surveys were analysed using the
Surveymonkey.com software.



Findings
Analysis of the data and have led to the following key findings:

Overall views of Barnet’s Blood test services

Graph 1: Patient Survey Graph 2: GP Survey

How did you find the blood test service in Overall _hOW;”O“'d Vfl’u “'i‘ttﬁ Eh'ethOmY
2 SErvices Ior peopile wi earning
Barnet overall’ Disabilities, autism and other additional

needs in Barnet. (Answers to this question
will remain anonymous)

Bad
6% (3) \

Good
/ 29% (5)
OK —_—
26% (14)
Needs improving ——
53% ()
\\\- Good \ ok
68% (36) 18% (3)

Patient Survey: Overall patients were happy with the blood testing services with
94% of respondents to the Patient Survey saying it was either Good or Ok.

GP Survey: However 53% of GP’s said that they felt the Phlebotomy Service for
people with LD, Autism and other additional needs needed Improving.

Findings from the Patient Survey:

Blood Test referrals process

Of the 61 people who completed the Patient Survey 84% (49) of respondents had
been referred for a blood test by their GP. Only 19% (11) of respondents had been
referred for a blood test by a Hospital.

Where did people go for their blood test?

e 66% (39) of respondents had had their blood test in a Hospital.

e 33% (20) of respondents had had their blood test at their GP surgery
e 8% (5) had had their blood test at a community clinic

e No one who answered the survey had had a blood test at home.



Where did you have your blood test?

Answered: 589 Skipped: 3

GP 4%
oy L %
Home
Other - where
did you have...

0% 10% 20% 30% 40% 50% G0% T0% B0% B80% 100%
Note - Some respondents said they had had blood tests in more than one place.
Where did people go for their blood test - Compared by Disability type:

Whilst overall the majority of patients have their blood tests in Hospital. When
responses are compared down by learning disability type there are some key
differences.

Where did you have your blood test?

Answered: 58 Skipped: 3

100%
T9%
B0%
B4%
57% F4%,
G0%
43
40% 26
21
14% 14%
20% 59, At
0%

Q4 Mild Q4: Moderate GCld: Severe or Qd: Autism or

learning learning profound learning Asperger's

disability disahility disability Syndrome

GP [ Hospital Community Clinic [} Home

Other - where did you hawve your blood test?

40% of respondents with severe or profound learning disabilities, and 46% of those
with Autism or Aspergers had their bloods taken at their GP surgery. This is far
higher than those with Mild (26%) or Moderate (21%) learning disabilities.
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This may indicate that some GP’s are making some reasonable adjustments for
patients with severe or profound learning disabilities and for those with Autism and
Asperger’s as these are user groups who are known to find it more difficult to
access Hospitals.

Findings from the GP Survey back up this theme, as discussed in the GP Survey
section (page 17).

Choice and control:

Only 47% of respondents said they were given a choice over where they had their
blood test. 38% said they did not have a choice, and 15% did not know whether
they were offered a choice.

However whilst less than half had a choice over where they had their blood test
95% said they were happy with where they had it. This included 100% of those
who had their blood test at their GP surgery, and 92% of Hospital blood test.

One person commented that they were happy having the test at the GP Surgery
because they “know the nurse who will take my blood test”.

Only 5% (4) were unhappy with where they had their blood test. These had their
blood tests at either Hospital (3) or Community Clinic (1).

Whilst most people were happy with where they had their blood test 2 People
commented very negatively about having the blood test at Hospital:

“The Nurse had absolutely no idea how to deal with my daughter with learning
difficulties and who’s terrified of needles”

“The person taking my blood had no thought for my disability.”

There was no difference between where respondents said they would have
preferred to have had their blood test taken: Respondents said they would have
liked to have them at: GP (2), Hospital (2), Community Clinic (2), Home (2).

Booking the appointment:
Support from parents, carers and Support workers:

79% (45) of respondents said they had help to book their appointment. This was
support was provided by parents/carers, support workers, or staff at the GP
surgery. This figure is consistent with the 80% of respondents who said that
someone went with them to their check. These figures may suggest that around
80% of people with learning disabilities have support throughout the blood test
process.
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47% (28) booked their appointments by phone, 37% (22) booked their appointments
at the GP surgery (includes ‘Other’ responses as the narrative described GP
/settings). Only 3% (2) booked their blood tests online.

There were relatively few problems with booking appointments as 89% (51) said
that they found making the appointment either Easy or Ok. 11% (6) said that it
booking the appointment was hard.

How was the appointment made?

Answered: 6 Skippe

GP reception 30.00%

one phon& _ [

Online 3.33%

Other (please
specify) . 6.67%

0% 10% 20% 30% 40% 50% 60% 70% B0% 50% 100%

Key Recommendation: It’s is therefore important that staff taking phone bookings
ask if people have any additional needs. A flagging system is needed to ensure the
Blood test service is aware of these needs prior to the blood test.

Barnet General Hospital has flagging system in place which asks whether patients
have additional needs including elderly, mobility, hearing impairment and visual
impairment. There is currently no learning disability flag.

Anecdotal feedback from Barnet Mencap staff has suggested that these flagging
questions are not asked as standard when appointments are booked either on the
phone or in person at Barnet General Hospital, or for other Barnet Hospitals.
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Accessible Information and Communication

Before the appointment, were you given ] o
any information to explain about your blood Was the information in Easy Read?

No
55% (30)

test? Answered: 54 Skipped: 8

Answered: 55 Skipped: 7

Yes
/ 26% (14)

| didn't get any
— Yes information
45%

48% (26)
m—

No
26% (14)

Only 45% (25) of respondents said they were given information to explain about the
blood test, only half of this information was in easy read. 55% of respondents said
they were given no information about their blood test.

Of those who were given information 76% (22) said it was easy to understand and
24% (7) said that it was not easy to understand.

One respondent who said the written information difficult to understand
commented that this was due to it: “Using medical terms that | don’t know”

The Accessible Information Standard states that services should be giving patient’s
information in an accessible way which they can understand. The findings indicate
that this is not currently happening.

During the quality check at Barnet General Hospital’s Phlebotomy service staff
stated that they felt that Easy Read materials needed to be given to patients by
GP’s at the referral stage of the blood test process, as it was too late by the time
they patients arrived at Hospital.

The Blood Test itself

Overall 95% of people said that the actual blood test itself was either Good or Ok.

The ratio was again slightly higher for GP surgeries with 100% of people who had a
GP blood test saying it was Good or Ok, compared to 92% of those who had a
Hospital blood test.

All 3 of the people who said that they had a ‘bad’ blood test had it in a Hospital.
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81% of people felt that the appointment was long enough, and there were only 3
negative comments about waiting times which was a positive finding.

Did People Get Enough Support?

People were asked whether they got the ‘support they needed during the blood
test’:

Did you get the support you needed during
your blood test?

Answered: 53 Skipped: 9 Overall people felt they had

Dot know enough support during their blood
e \ test.

b (5) 79% said that they had got the
support they needed during their
blood test. 9% said they did not

get the support the needed and
11% did not know.

\ Yes

79% (42)

Narrative feedback from the Question: “Tell us about the Support they gave you”:

What they did well:

“The nurse was very reassuring, patient and explained what was going to happen
throughout the process”

“They helped me to find the location of the clinic and they explained the blood
test to me.”

“Treated like any other patient, but perhaps fast forwarded in the queue”

“They took his blood while he was in the general anesthesia”
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What do they need to improve
about the support they were given:

6 people gave feedback on what they felt needed to be improved with regard to
the support they received on the day of the blood test:

“Stronger numbing cream” “(to improve) the way they talk to people”
“Could explain the test better” “To help me control my worry and nerves”

“To understand that disability is not tattooed on forehead and understand when
they are told what it means. Understanding English fully may help”

30% (17) of respondents said that the nurse/doctor did not explain what was going
to happen to them.

GP v Hospital checks:

90% of those who had a blood test at their GP said that the doctor or nurse
explained what was going to happen. This is far higher than the 64% of people who
had things explained to them during a Hospital blood test.

More people felt worried about their blood test when they had a blood test at
Hospital, rather than their GP:

Only 11% of those who had a GP blood test were worried, but 30% of those having a
blood test in Hospital said they were worried.

Patient Survey: Feedback forms and Results:

The Patient Survey highlighted that a very low number of people with learning
disabilities gave any type of feedback on how they found their blood test. Only 5%
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(3) of respondents said they filled in a feedback form. There were no Feedback
forms available during the Barnet General Hospital Quality check at all.

Were your results easy to understand?

Results:

4 00% (7) \ Respondents said that they
received their results by follow up
appointment (43%, 24), phone call
(30%, 17) or letter (14%, 8)

86% of people found their results
either Easy or Ok to understand.

\ Easy or OK

86.00% (43)

Only 2 people said explicitly that they would like to have their results in an easy to
read format. This low figure may be partly due to the fact that 80% of respondents
are supported throughout the Blood test process by family or support workers and
their results are therefore likely to be explained by the person providing this
support.

Whilst the overall feedback on results was generally positive, there were 5
narrative comments which highlighted results as an area for improvement.

3 respondents stated that they would have liked to receive their results quicker. 2
referenced that they would like it in an easier to understand format and/or
language and one stated that their results had been lost meaning that the blood
test had to be repeated.

“Getting the results quicker and in language which we can understand and not
in medical terminology.”

Patient Survey Overall Experience

What was good?

94% of Patient survey respondents said that overall the Blood Test Services were
‘Good’ or ‘Ok’.

The narrative feedback referred very positively to the “quick” service, and
“friendly, patient and experienced staff”, staff “explaining things clearly”,
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staff understanding their needs, and to being able arrange the appointment,
and find the service easily.

“l know everybody at the GP service and the building is very familiar | am
more relaxed”

“At my GP, it is excellent they understand my requirements”

“l did not have to wait long, and the nurse was very sympathetic to my
needs and very reassuring

“Easy to arrange, not painful, not too long waiting”

What could be improved?

Only 3 respondents said that the overall Blood Test Service was ‘Bad’, all of these
had had a blood test in Hospital (2) or Community clinic (1).

There were 11 narrative responses to the question: “What would make the blood
test service better?” These included the 5 comments relating to the results
referenced in the previous section.

3 patients, or their carers who had had Blood tests in either Hospital or Community
Clinics made comments which suggested that they had had negative experiences
overall where they felt the service was not making appropriate reasonable
adjustments to cater for their needs.

One carer of someone with a severe/profound learning disability, who had had a
blood test in a community clinic, commented:

“Nothing (was good) if you’re a severely disabled person who needs extra
care.”

Whilst 2 more comments from those who had a Hospital Blood test suggested that
the service needed to do more to make adjustments for people with learning
disabilities:

One stated that the service could be improved if the service understood... “That
disabled child(ren) come with their own problems and it's not their fault” and
another said that the service needed to look at from the “patients with
difficulties angle”.
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Findings from the GP Survey (Appendix 2)

The GP Survey was sent to all GP practices in Barnet. 20 GP’s completed and
returned the survey.

65% (13) of those who completed the survey said they provided some level of
Phlebotomy Service at their GP Practice. 12 of these (92%) were available to
patients with learning disabilities, but only 50% (7) offered a service to all
patients. 77% (10) of GP Phlebotomy service were available every day, whilst 23%
(3) had a weekly service.

Of those 7 GP’s which did not offer a blood test service, all referred patients to
either ‘Hospital’ or a ‘Community Phlebotomy Service’. Only 2 (29%) said they may
refer to the ‘District Nursing Team’ which is available for patients who are house
bound. In contrast 6 (46%) of the 13 GP’s who did offer a blood test service said
that they would refer to the District Nursing Team.

The survey asked if GP Practices offered an alternative to a hospital referral for
people with LD/Autism who find it difficult to access hospital. Of the GP’s who do
not offer in-house blood tests 86% (6 of 7) said that they do not offer an
alternative to a hospital referral for those who find it difficult to access Hospital.

Only 3 GP’s said that house-bound patients would be referred to the district
nursing team or community phlebotomy, and one GP stated they were “unaware if
there are any places we can send our patients with LD /autism”.

However 2 GP Practices who had previously said that they do not have a regular
Blood Test service which people with learning disabilities could access, said that
they would do blood tests for “some patients with learning disabilities” and for
some “patients who will not go to hospital to get their bloods done but need
them done urgently”.

One GP said they would “Ask if they prefer to go to a community phlebotomy, or
to a neighbouring GP.”

It was positive to hear these examples of reasonable adjustments being made,
however very few GP’s seemed to be aware that they could refer to another local
GP, or to the District Nursing Team Phlebotomy and no GP’s made any reference to
the Learning Disability Team, or the Learning Disability Team Community Nurses.
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Do you provide any accessible information GP Survey: Accessible Information
to patients with a learning disability/autism

Yes

No

about their blood test appointment? 26% (5) of GP’s said that they

provided accessible information to
patients with a learning disability

about their blood test appointment.
26%

4 (of the 5) of these were GP’s
which offered an in-house blood
test. 86% of GP’s which did not offer
an in house Blood test said that they
gave no accessible information.

The survey found that GP’s who did not provide an in-house blood test were less
likely to offer any support with booking appointments for people with learning
disabilities who may struggle to make their own appointment; 86% of GP’s with no
in-house phlebotomy offered no booking support, compared to the 33% of GP’s
with in house services who offered no booking support.

Those that did offer booking support said that either reception staff or the GP
would make the booking on behalf of the patient. Several GP’s said that carers
usually support people with learning disabilities and made the bookings for
patients.

GP Survey: Flagging Systems

The survey asked whether GP Practices had a flagging system which informed the
Phlebotomy service when a patient with learning disabilities had been referred.
54% of GP’s who were referring to their own in-house Phlebotomy services did have
a flagging system, however 84% (5 of 6) who were referring externally did not have
a flagging system for this.

Of those who did have flagging system 3 stated that they have an alert on the
record, whilst 2 stated that they would include it in the notes.

This is a key difference as the ‘notes’ are often not read until moments before an
appointment, whilst ‘alert’ or flag on the record is visible without opening the
record and reading the text notes, meaning that staff are more likely to notice it
and prepare any reasonable adjustments prior to the patient arriving.

GP Survey: Learning Disability Awareness Training

Positively 79% of GP’s said that staff had had Learning Disability Awareness
training.
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GP Survey: Overall views of Barnet’s Blood Test services

Whilst overall 54% of GP’s felt that Phlebotomy services for people with Learning
Disabilities, autism and other additional needs in Barnet needed to improve, there
was a significant difference between GP’s who offered a Blood test service and
those that did not.

80% of GP’s who did not offer a blood test service felt that that Phlebotomy
services needed to improve, and none of them rated the blood test services as
good. This contrasts with the 42% of those GP’s who did offer blood tests who
thought the service was good overall and the 42% which felt it needed to improve.

Overall how would you rate Phlebotomy
services for people with Learning
Disabilities, autism and other additional
needs in Barnet. (Answers to this question
will remain anonymous)

Overall how would you rate Phlebotomy
services for people with Learning
Disabilities, autism and other additional
needs in Barnet. (Answers to this question
will remain anonymous)

42%
Good
7 29% (5)
GFs providing "
blood tests (S

42%

MNeeds improving ——
53% (9)

GPs not .,
\ Ok providing bl... 20%
18% (3)

80%

0% 10% 20% 30% 40% 50% 30% T0% 50% 0% 100%

Good Ok Meeds improving

Suggestions for Improvements from GPs:

Narrative feedback from GP’s suggested a number of different ways to improve
blood test services for people with learning disabilities. These included:

Information packs for Services detailing what services and support are available for
Patients’ with Learning Disabilities - to be included in the BAR documents.

2 GP’s referenced the fact that they are not currently funded to do blood tests.
One stated that whilst they do so “for the benefit of patients” it costs the service
“a lot of time and money” and “cannot continue unless funding is given to support
this in house service”.
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Another said that they would “welcome being able to offer a phlebotomy service
at our surgery” and said that if “fully funded” they could co design it with Mencap
to ensure we meet the needs of our patients and especially those with special
needs”.

GP’s also suggested “more easy read materials”, “longer appointments and
flexible times” for patients with learning disabilities in Hospitals, and “more
learning disability awareness and dementia training for key staff”.

Case Study findings (Appendix 3)

4 Case studies were collected through interviews with the carers of adults with
severe or profound learning disabilities. All 4 reported difficulties with accessing
blood test services for adults with severe or profound learning disabilities or
complex needs. One patient had waited for over a year for their blood test
because reasonable adjustments were not made, and 2 carers said the people they
cared for were unable to have bloods taken at all due to the distress it causes.
These missed blood tests increase the risk of serious illnesses remaining
undiagnosed.

These case studies and feedback from the patient questionnaire indicates that
whilst the phlebotomy services meet the needs of most people with learning
disabilities with some reasonable adjustments being made, those with the highest
needs are missing out on this service due to the difficulties they face.

Quality Check Report - Barnet General Hospital Phlebotomy Service
(Royal Free Trust)

Expect the Best Quality checked Barnet General Hospital’s Phlebotomy service on
12/04/2017. This quality check was facilitated and supported by the Phlebotomy
Services Manager and the Learning Disability Acute Liaison Nurse. Overall the
Quality Checking team felt that Barnet General Hospital was providing a good
service for the majority of patients with learning disabilities, and were making
good reasonable adjustments when the service knew about patient’s needs in
advance.

Key findings from the quality check are outlined below:
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Barnet General Hospital - Phlebotomy Service: What was Good?
Reasonable adjustments

e Barnet General Hospital gave several good examples of where they had made
reasonable adjustments for patients with learning disabilities, and the staff
appeared to be more than happy to make these adjustments when they are
needed. Examples of reasonable adjustments included:

o Booking double appointment times for people with learning disabilities.
The service was eager to inform our quality checking team that even if
double slots aren’t booked, the service would not rush an appointment
and would take as long as was needed.

o Adapting the location: The service has previously used a separate quiet
area for patients who were claustrophobic. They cleared all medical
equipment out of the room to ensure the setting was a comfortable and
‘non-medical’ as possible.

o Using Children’s Nurses: Patients with learning disabilities who are
known to become distressed have been able to have their bloods taken in
the Children’s phlebotomy area by Children’s nurses. The Children’s
nurses are more experienced at distraction techniques and use them
regularly with children. These skills are transferable to making blood
tests for some patients with learning disabilities easier and less stressful.

e Prioritising patients with learning disabilities: Patents with learning
disabilities and other additional needs were prioritised to reduce their
waiting times.

e Friendly Staff - All Staff spoken to in the Phlebotomy Service were friendly,
welcoming and knowledgeable. This included reception, managers and nurses
taking the bloods. The Quality Checking team were impressed with their
attitudes and team spirit.

e Learning Disability Awareness Training - All new staff to the trust have an
Induction which includes Safeguarding, Mental Capacity and Learning
disability awareness training. Regular learning disability awareness training
sessions are delivered by the Learning Disability Acute Liaison Nurse.

e Openness and Transparency - Management and staff on the day of the check
and whilst organising the check were open and transparent, and appeared to
be keen to hear and take on board feedback to improve the service.

Mock Blood test role play

e Overall the mock blood test went well. Both the reception staff and Nurse
taking the blood test were friendly and personable.
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e It was easy to know when your appointment was. The TV screen displaying
patient’s names was ‘colour blind friendly’, and names were clearly
displayed.

e Quick blood test - Our appointment was prioritised and we were seen quickly
but without being treated any differently to other patients.

e Other appointments were quick and waiting times were reasonable.

Environmental Observations and Accessibility:

e The Team were very impressed with the great volunteers at the Hospital
reception and at the end of the Hospital corridor. Many patients fed back that
they were helped by volunteers to find the right department. The team felt
this helped make the process far easier and less stressful.

e The waiting area was large, spacious, clean and organised.

e The Hospital was easily accessible for wheel chair users - the ramps and lifts
to the service were good.

e Whilst there were some areas for improvement around the lack of feedback
forms, the Phlebotomy service knew to direct any complaints to PALS.

e The Quality checkers visited PALs and found them to be helpful. They said
they would inform the Acute Liaison Nurse if patients with Learning
disabilities raised a complaint. There was a visible poster on the wall in PALS
to remind all staff to contact the Acute Liaison Nurse if patients with
Learning Disabilities raised an issue.

Flagging Systems

e Barnet General Hospital has flagging systems in place both on the Hospitals
electronic system and on the nursing handover sheets. These are used by all
members of the multi-disciplinary team and indicate when patients have a
learning disability or other additional needs. However these are not
compatible with the Phlebotomy Service system.

e The Phlebotomy Appointment booking system does have its own flagging
system which flags some additional needs such as Physical Disability, Visual
Impairment, Hearing impairments, and Elderly patients. This was a very
positive feature however there was no flag for Learning Disability.

Other

e Royal Free Trust website: Whilst not about Phlebotomy - The website
displayed some good information for people with learning disabilities. There
was a good video made by and for people with learning disabilities about how
to prepare for being an inpatient at the hospital and what to expect.

e Hospital passports are used by the trust, although but not within Phlebotomy.

e Learning Disability Acute Liaison Nurse - The service gave examples of how
they had worked closely with the Learning Disability Acute Liaison Nurse in
order to provide a good service for patients with learning disabilities.
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Barnet General Hospital - Phlebotomy Service: Areas for
improvement:

Reasonable adjustments:

o Flagging Systems: Whilst there were some very positive examples of
reasonable adjustments being made for patients already known to the
service. Reasonable adjustments can understandably only be made if the
service knows about needs in advance. The quality checking team felt that
the flagging system and appointment booking systems could be further
improved to ensure more patients with learning disabilities, particular those
with more complex, severe and profound and autism were flagged as having a
learning disability and given the opportunity to explain their needs and have
reasonable adjustments prepared for their blood test.

e Booking and booking System: Blood test appointments at Barnet General can
be made in person, by phone or online. When booking online people are given
the opportunity to flag any additional needs (although not learning disability)
however anecdotal feedback from patients and carers has been that these
flagging questions are not asked when appointments are booked by phone or
in person. Only 3% made appointments online meaning most this flagging
opportunity was likely to be missed.

e Barnet General Hospital does not record the number of people with learning
disabilities accessing the phlebotomy service.

Environmental Observations and Accessibility:

e There were no visible signs for the Phlebotomy service at reception. Our
team needed to ask volunteers.

e There were no Easy read materials on blood tests available from the
Phlebotomy service.

e There were no easy read materials or flyers on other Hospital services
available from the Phlebotomy service.

Patient involvement and Feedback

e It was difficult to give feedback - There were no friends and family tests at
the Phlebotomy service. Staff said there is usually a box at reception but they
did not know where it had gone.

e PALS also had no Friends and family feedback forms, and there were no
accessible easy read feedback forms available.
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e Examples of the Friends and Family feedback test obtained from other wards
were not in an easy read format and did not capture whether the patient had
a learning disability or any other additional needs.

e There were no posters or visible information encouraging patients to give
feedback or raise compliments or complaints.

Mock blood test role play

e Whilst the TV screen announcing appointments was good - the number of the
cubicle on the TV display was very small. The quality checker could not read
the cubicle number from the waiting area.

e The cubicles for blood tests were very small and felt cramped. It was felt
that this could increase anxiety for some patients. Wheel chair users may also
find it more difficult to fit in them comfortably.

e The cubicle curtain for the mock blood test was not pulled closed during the
blood test. It was felt that some patients may feel uncomfortable with the
curtain open, however if it had been closed the small cubicle would feel even
more uncomfortable. Particularly for patients in wheelchairs.

e Whilst the nurse taking the mock blood test was very friendly and welcoming,
she did not explain what was going to happen on the blood test or talk the
‘patient’ through the process.

e The Phlebotomy service informed us that they did not administer any emla
(numbing) cream and stated that patients very rarely have this. A cold water
freeze spray was suggested as an alternative however there was none
available when it was requested.

Conclusions

This research project was pleased to find that overall Barnet’s Phlebotomy services
were working well for many people with learning disabilities. There were some
good examples of reasonable adjustments being made by services, and the
majority of patients said they had had a positive experience of blood test services.

Whilst there was good feedback from patients for both Hospital and GP blood
tests, our findings suggest that patients are less likely to have a bad blood test
experience if having a GP blood test. This is particularly true for patients with
higher needs. The good news is that patients with autism, or severe or profound
learning disabilities, who may find accessing a Hospital more difficult, were found
to be more likely to have a GP blood test than those with mild and moderate
learning disabilities, indicating that GP’s are prioritising appropriately.

The study found that it was very important for staff to be friendly, to talk to the
patient throughout the blood test, and to clearly explain what was happening.
This helps to reduce worry and leads to more successful blood tests and positive
experiences. Whilst there was evidence of this good practice in both Hospital and
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GP blood tests, the study also found examples of patients with higher needs having
bad experiences of Hospital blood tests. Bad experiences were largely due to no
reasonable adjustments being made, staff being unprepared for the patients level
of need, or staff not understanding how to support people with learning
disabilities. There was no evidence of these issues in GP blood tests.

This finding indicates that people with the highest levels of need should have their
blood tests at their GP practice. Where referrals need to be made to Hospitals for
patients with high levels of need it is essential that these needs are flagged in
advance so the staff can prepare the necessary reasonable adjustments. It was
disappointing to find that 86% of the GP’s who did not offer an in house blood tests
had no alternative to a Hospital referral even for high need patients who they
knew would find it difficult to attended a Hospital appointment. This is an area
which requires improvement.

This study contacted the community phlebotomy service (District Nursing Team) to
discuss the services they provide, however no comments or feedback was given.

This research project also aimed to quality check a GP Practice and a second
Hospital, however the researchers were unable to organise these due to a lack of
communication from services. The Quality check at Barnet General Hospital also
took 5 months to arrange due to issues with gaining permission from the Hospital
Trust. The researchers felt that the offer of independent peer to peer quality
checking was a valuable way of supporting these services to improve, and that
communication and the systems for granting permissions needed to be improved in
order to take advantage of similar opportunities in the future.

Recommendations

1. GP’s to give Easy Read information on blood tests to patients with learning
disabilities at the referral stage. www.easyhealth.org.uk is a good source
of free, easy read materials

2. Easy read materials on blood tests to be made available at the Hospital
Phlebotomy sights.

3. All Phlebotomy and other Health services to ensure they are confirming to
the Accessible Information Standard.

4. Patients with higher levels of need should have their bloods taken at their
GP practice where possible.

5. More GP’s to offer blood tests to people with learning disabilities,
particularly those with higher needs. Currently 35% of GP respondents do
not offer a blood test service.

6. District Nursing/Community Phlebotomy Teams to provide home or
community blood tests as a reasonable adjustment for patients who are
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10.

1.

12.

13.

14.

15.

16.

not house-bound but find it very difficult to attend Hospital or GP blood
tests due to their needs.

Funding for GP Phlebotomy services to be reviewed. Many GP’s are not
currently funded to deliver blood tests and only do so as an additional free
service for patients, which one GP said was unsustainable.

Patients with higher level needs who are referred to Hospital for a blood
test need to be flagged at the booking stage to ensure Hospital staff are
prepared, and reasonable adjustments have been made.

Booking Blood test appointments - Reception staff for all services taking
bookings by phone or in-person should ask there are any additional needs
and if so if any reasonable adjustments are required. This should be asked
as standard for all patients and recorded on the system as a visible flag.
All services to ensure staff have learning disability awareness training, and
that staff are reminded how important and impactful it is to be friendly,
and to talk patient’s throughout their blood test, explaining the process.
Services to record the number of patients with learning disabilities using
Phlebotomy services.

Feedback forms to be made easy read, more easily available, and to
capture whether patients have any additional needs.

Services to promote the use of feedback forms, and to promote accessible
ways for patients to leave complaints and compliments.

Trusts to review their governance procedures regarding how permission is
granted for services to work with independent quality checking projects.
Barnet General Hospital Phlebotomy Service to review and act upon the
areas for improvement highlighted in the Quality Check section of this
report.

All services to continue working to make Phlebotomy services accessible to
people with learning disabilities and to share best practice whenever
possible.
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Appendix 1 - Patient Survey

healthwatch

Barnet Section 1: About You

1. Are you answerng these questions:

Eazy Read Blood Test Survey (please circle your answer)
Do you have a learning disability or autism? i
Have you had a blocd test in Barnet in the last few years?
Expect the Best would like to hear how it was! )

Expect the Best is a quality checking service al § '

run by Bamet Mencap. We are working with

Healthwatch Bamet. About About a family About someone  Other
yourself member or you support (@sa Lo

We want 1o find out how good or bad the SHE;T:;I:S you professional]

blood testing service is for people with tfarnily/carer]
leaming disakilifizs in Barnet. & yicare

If you are a family carer or professional, please answer the
follewing questions about the person with learning disabilities that
We have made this quesfionnaire so people you support.
with learning disabilities and autism can tell us 2. What gender are you?

how it was when they had a blood test.

All your answers are confidential, and we will
use them to try and make the blood testing

Female

service better. Male
i 3. How old are you?

Family, carers, and professionals can also use .’ Ipleass writs below)
this questicnnaire fo tell us their experiences of ﬁ
supporting people with learning disabilities to L% -
use the blood tesfing service in Barnet. 4. Would you describe yourself as having:
If you would like fo take part then please g :‘j?;sle "CF ot a “‘C’n?
answer the questions on the next page. e learning Sisaoiity O pon't know

O mecderate leaming disability

O severs or profound =aming disability  Other
You can also do this survey online at: O autism or Asperger's Syndrome

https/ fwww surveymaonkey.co uk/r/WDWWTKS
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5. Do you have any physical disabilities?

Yes No

6. Do you need any exirc support?
or example o wheelchair or mobility cid, or
help to communicate?

Yes No
If yes, please tell us what extra support you need

Who sent you for your blood test?

-
@ ﬁ Other
" ™

Hospilal, . ool
GP consultant

Where did you have your blood test?

N

e ot Communny Other
GP Hospital clinic Home

If *Other’, where did you have your blood test?

Section 2: Booking your blood test

7. Hoveyoueverhada blood test? [if no, skip
to section 7 on Page

b ©

*‘ 12. Did you have a choice cbout where to have
5 your blood test?

Yes No Don't know

= 8. If yes, how long ago did you have it?

9. How often do you have a blood test?

aVan
2009 Lg10 Other
T26T

Every month  Every 6 months Once a year

N9y
—_— : 2009_";2010
: 7201
In the last year Over o year ogo |

13. Were you hoppy with where you had your
ﬁ blood test? i !

14.  If No, where would you hcve liked to have your blood test?

o, B N

gy || 000 EEEL

Community
GP Hospdol Chnic Home

If Other, where would you have liked to have your blood test?

Other

15.Did someone help you to make your
oppointment, or make your appoiniment for

you?
Yes No
If Yes, who helped you?

Section 3: Accessibility

ﬁ 16. How was the cppeointment made?
R

[

GP On the phone Orline Walk In Other
reception

If Other, how did you make your appointment?

Hard

19. Before the appointment, were you given cny
information to explain about your blood test?

Yes No

If yes, what information were you given?

20. Was the information ecosy to understand?

C & R

| didn't get any
information

Q 21. Wc:s the information in Ecsy Recd?

N

| didn't get any
information

18. How leng aofter you made the appointment
did you get the blood test?

o A YO A
5 7 14 | oher

Same Day | day Sdays | week 2 weeks

Secfion 4: On the day of the Appointment

22: Did you take anyone with you for suppori?




23. Waos the building ecsy to occess? 27. How long did you have to wait for your last
appointment?

Over one hour -
How long?

If Mo, why?

10 minutes 20 minutes One hour

Section 5: About the blood test

28. Did the nurse/doctor explain what was
going to happen?

& €

Mo

2% Did you understand what the
nurse/doctor said to you?

%

25. Did you get the support you needed during
your blood test?

Mo

Yes Mo Con't know Why?

Tell us cbout the support they gave you:

30. Did you feel womied about the blood

test?
Yes MNe

What did they do well?

What did they need to improve?

Why?

3. If Yes — How often is this service available?
[[] Evervasy
[[] sty
|_' Manthiy

Floase gve detail:

GP Services Questionnaire - Quality Checking

4. Who is the Phlebotomy Service available to?

Expect tha Best are a quality chacking servica run by Bamet Mencap, We work with arganisations to monitar and imprave |— Al patierts
services for peaple with leaming disabilties, autism and other additional needs, l_ Children
Wi ane cumantly working with Healthwatch Barnet to look at the exparience of people with kaaming dizabiliies using |_ Prognant wosnan
Phlebotomy services in Bamst,
[] otur pcese
Part of this work Involves finding out where in Bamet offers a phleboloamy service, and whether any reasonable adustments |— Pacipls with laaming disssiltins

are offerad for peopks with leaming disabbties.
|_ Peagle with physcal dsabiitesiother addiicnal needs

11 woudd be really helplul if GP Praclics Managers eould earnplils (his short survey o halp us buld 2 picles of whal sarvices L
are offered across the Barough. If you have any other commens of feedback about what warks well or could be impraved in [ sarees
redation to Phiebatomy Sarvicas for people with leaming disabiliiies then pleasa add this to the end of the survey, or fael frae [ otrer iaasa sosciy)

ta contact matt gaméle@bametmencap,org.uk and we would be very happy (o speak to you,

5. Where are patients referred to for a blood test?

I: &P Practics
[[] Hossiat

Locality. o
1 [] Gommurity Pristotomy Serviee
Poskode: [] mistrict Hurse gervics

Emal Accress: [] otrer

1. Det

of GP Service

Practice Manager's Name:

Hams: of GF Sungery

Contbact Nursisr Flease ghe detalls

2. Do you provide a Phlebotomy Service at your GP Practice?

e

Mo
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6. Do you offer an alternative to a hospital referral for people with
learning disabilities/autism or other additional needs who may find it
difficult to access the Hospital Phlebotomy Services?

[] vee

D Mo

Please pive detals

7. Do you provide any accessible information to patients with a learning
disability/autism about their blood test appointment?

[] ves

[ me

Pleass give detals

8. After a referral has been made, how does the patient make their
appointment?

D Talephone

D online

D Wk in

[] omer (pisase speciy)

9. Is there any support available for people with learning
disabilities/autism or additional needs who may struggle to make their
appointment on their own?

[ v

D Mo

Please give detsils

10. Do you have a system which flags to the Phlebotomy Service when
a referred patient has a learning disability or autism and may require
additional support on their blood test?

D es

D Mo

Flease ghve details

11. How are the results of the blood test delivered to the patient?
[ ] Teteprane

D Latter

D Follaw up appaintment

[] ommer psaca specy)

12. Does the GP service offer training to its staff around learning

disability awareness?
D Was
D tia

Please give details.

13. Overall how would you rate Phlebotomy services for people with
Learning Disabilities, autism and other additional needs in Barnet. janswers

o this quastion will ramain BNON YOS |
| Goed
ok
7' Maads impraving

Please give detais:

14, If you have any other feedback or information on how the
Phlebotomy Service works for people with learning disabilities, or any

suggestions on how things could be further improved then please tell us

here:

(AnEwers o This quastion will reman anarymous)

Thark. yeu far taking part inths survay and for Nelping bo imMprove senvices for peopla with leaming disabilities,

¥ you woudd ik 1o give any mare indarmstion or feedback on this are ar b discuss this survey furiner fien please comact

matl gaible Sbametmancap.on ik

Thark you



Appendix 3: Case Studies

Detailed Case Study 1 - Mark and Simon.

This case study reported by Phone interview on 19/12/2016 by Simon, who is the brother of Mark, a
man who has Profound and Multiple Learning Disability, and no verbal communication.

Both names have been changed for anonymity.

Mark’s brother Simon had been arranging blood tests for Mark for last 15 year since 2002. These blood
checks took place every 2-3 years. Simon first started requesting regular blood tests for Mark in 2002
after Mark had been losing weight and a Psychologist recommended a blood test to monitor his health.
As Mark has no verbal communication skills he may be unable to indicate that he is feeling unwell.

Mark finds going to a hospital extremely distressing and so blood tests at a hospital setting was not
possible. Mark’s GP does not offer a blood test service. Simon spoke to Mark’s GP Practice and
discussed the options. The GP was very helpful, and contacted an assistant Psychologist within the
Learning Disability Team to discuss how they could facilitate a blood test for Mark.

It was agreed that the best place for Mark to have his blood test was at his regular day service, where
he felt relaxed and at ease in familiar surroundings and with familiar staff. It was agreed that a
Phlebotomist from the District Nursing Community team would travel to the day service at an agreed
time to complete the blood test. It was also agreed that Simon would also be present to support Mark
and that would administer a mild sedative 2 hours prior to help prepare Mark for the blood test. On
the day of the blood test Simon, day service staff and the phlebotomist all worked together to distract
Mark and complete the blood test. This was very successful and the blood test went well.

This was an excellent example of a reasonable adjustment working very well, and was repeated
successfully for Mark’s blood tests every 2-3 years between 2002 and 2012.

However in Dec 2014 Mark was not very well and had diarrhoea. After visiting the GP it was decided
that Mark needed a blood test. Simon asked that the GP request the blood test through the system
that had previously worked.

In January 2015 the GP made the request, however they were informed that the District Nursing
Team could no longer carry out the blood test as whilst Mark’s disabilities were severe and profound,
and unable to attend a Hospital blood test he not house-bound, and that changes to CLCH meant that
the District Nursing Team could only visit house bound patients.

Simon was informed that Mark would have to go to Hospital for his blood test. This was despite it
being known that Mark found Hospitals extremely distressing. As there was already a very successful
tried and tested system for Mark having a blood test, Simon felt that this should have been a
reasonable adjustment to make.

Over the next 17 months Simon contacted his GP, the Learning Disability Lead Nurse, the Learning
Disability Commissioner and the Phlebotomy Services at CLCH to ask for reasonable adjustments to
be made, but were told that these were not possible.

The Community Phlebotomist did then arrive at Simon and Mark’s house with no prior warning to do
the blood test. However neither Simon nor Mark were prepared for the check as the sedative had not
been prescribed or administered. Whilst this miscommunication was frustrating Simon was pleased
that the Community Phlebotomist now appeared to able to come to the house for the blood test.
However when Simon tried to rearrange the blood test at home he was told that the Community
Phlebotomist should not have gone to the house at all, and that this had been a mistake. They
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reconfirmed that the community phlebotomist would not be able to do return to the home or go the
day service for the blood test.

Simon then says he spoke to the the Learning Disability team and was told that the blood test
would have to be done at Barnet General Hospital or not at all. It was also suggested that Mark may
not need the blood test any more. This was despite a referral being made by the GP, and the fact
that Annual Health checks, which include blood tests, are recommended as People with learning
disabilities often have difficulty in recognising illness, communicating their needs and that regular
health checks for people with learning disabilities often uncover treatable health conditions which
would otherwise go undetected.

Mark was re-referred by his GP in February 2016 over a year after his originally referral. After further
4 months of continued pressure from Simon, Mark had a Health review with his GP, and it became
apparent that there had been some mis-communications between several health professionals and
they had thought the blood test had already taken place.

In early June 2016 after further discussion the blood test, with reasonable adjustments, was finally
agreed, and took place at the end of June 2017 - 17 months after Mark was originally referred.

The blood test itself went very successfully, it was carried out by the District Nursing Team at the
Day Service exactly as had been done previously.

Simon found the process very draining and frustrating and felt Mark’s health was not treated as a
priority throughout the process, and reasonable adjustments were not made.

Simon’s main fear was that serious Health issues could have been missed in the 17 months wait for
the blood test, and that other parents and carers would not be able to navigate the confusing and
complicated system. Simon felt that this would lead to people with similar disabilities missing blood
tests and health checks, which could lead to serious health issues not being diagnosed.

Detailed Case Study 2 (Janek and Ana)

Expect the Best spoke to a Mother (Ana) whose child (Janek) is aged 14years old with complex
learning disabilities and is a wheel chair user. They had an appointment to go to Edgware Hospital
to the Phlebotomy department for Janek to have a blood test.

Ana explained that there were 6 blood test stations at the hospital all with curtains; Ana felt that
the setting was very open and lacked privacy. On arrival the family were told to wait for their
appointment time, and were not prioritised. The wait was long, and Janek had started to get
distressed by this.

When Janek was called to the cubicle for his blood test, the Mother felt that the nurse did nothing
to try and make him feel calm and relaxed. No private room was offered and the nurse did not
apply any numbing cream on him.

Ana stated that the nurse who was taking the bloods seemed inexperienced and kept repeating that
Janek needed to be still in order for her to take the bloods from the arm, but did nothing to help
calm him. Due to Janek’s distress Ana could not keep him still.
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Ana felt that the staff member was rude to them, and was so furious at their behaviour that she
asked to see the manager and to have someone who understands the needs of someone with a
disability to take Janek’s bloods.

Ana was advised to go and have a coffee and take their son away for a while to help calm him down
and then come back and another attempt will be made.

After returning calmer Janek was prioritised and the blood test was successfully taken by another
member of staff who seemed more experienced and helped to keep Janek relaxed and calm.

Ana explained that the whole experience felt awful, humiliating and very upsetting. Ana said that
both her and Janek were exhausted by the process.

Ana suggested that reasonable adjustments could be made by the hospital by having a separate
section for people with a learning disability when bloods are taken. She felt that staff should have
more awareness of people with learning disabilities, and that numbing cream for their son should
have been prescribed and used to make the process less painful for Janek.

Simple Case Studies 3 and 4.

In a group interview setting with parents and carers, 2 parents of adults with severe learning
disabilities and complex needs told of their similar experiences of trying and failing to have blood
tests:

Both parents had been referred for a blood test by their GP and had attempted to have these blood
tests at Hospitals in Barnet. Neither was successful in having the blood test. In both cases Hospital
staff had been patient, supportive and helpful, however they were unable take any blood due to
the patients being very distressed by the experience. They had both tried to have the blood test
several times but their adult sons and daughters had been far too distressed by the setting and
experience.

Both had subsequently tried to have the blood test at their GP surgery and also failed, however
they had been unable to have a blood test at home.

Both parents said that they had not been able to have a blood test for over 5 years as a result of
these difficulties.

One parent stated that they had previously had one blood test successfully completed as it was
done whilst their adult child was under anaesthetic for a separate Hospital procedure.

Both parents were concerned that missing blood tests could lead to medical conditions remaining
undiagnosed.
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